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I.       INTRODUCTION 


The    aged    and   disabled    in  our    society  have  three  overriding   needs — for    income, 
for   acute  medical    care,   and    for    long    term   care.      Private    pensions.    Social 
Security   payments,    and  means-tested   welfare    programs   assure  minimun    income 
levels   for  most    people.      A  large   proportion  of  the    population    has   protec- 
tion   against   the  costs  of   acute  medical    care   through    private   health 
insurance.   Medicare,   or   Medicaid,   whatever   their    shortcomings.      Long    term 
care,    however,    is   another  matter. 

Over    a  million   elderly  and   disabled  may  not  be  receiving    needed   care.      Private 
insurance  coverage    is  minimal;   apparently,    the    private    sector    has    for    now 
passed   judgment   that    long    term   care   services   are  not   an    insurable  risk. 
The  major   entitlement    programs — Medicare   and   Medicaid — finance    principally 
health-related    nursing    home  and  medically  oriented    home   health  care   for    people 
whose  needs   are   supposed  1  y  med  ical .      Other    public    programs  cover  various    forms 
of    in-home   services,   nutrition   services,   housing,    and    so    forth,   but   these 
account    for    less  than    10   percent  of   all    public    expenditures  on    long    term  care. 

Long    term   care    is    largely  a   family  responsibility.      Between  60   and  80   percent 
of  the  care   received  by  the    impaired    elderly   is    provided  by  relatives   and 
friends,   who   are  not  compensated.      However,    services  that   entail    a  monetary 
transaction    are    increasingly  a  government   responsibility.      For    example,    whereas 
total    expenditures  on  nursing    home   services   rose   280   percent  between    1970    and 
1979.   public    expenditures    increased  3^3   percent.      Public    expenditures  (Federal, 
State,   and    local)    amounted    to  $10.1    billion    in    1979   and    represented   56.7 
percent  of  the  $1  7*8  billion    total    nursing    home  bill. 

Long    term   care   has   also  become  a   sizeable  responsibility  of  the   Health   Care 
Financing   Administration  (HCFA).      Medicare    and   Medicaid    account    for    almost 
90   percent  of   all    Federal    long    term   care  expenditures.      Medicaid's  role    in 
financing   nursing    home    services  nationally   is    particularly   significant. 
About   half  of   all    nursing    home  residents   are   supported    totally  or    in    part   by 
Medicaid   funds.      Of   the    1979    total    national    nursing    home  bill    of  $17.8   billion, 
Medicaid    paid   $8.8  billion.      This   represented   ^9   percent  of  all    spending    and 
87   percent   of   public    spending    for   nursing    home  care.      Also,    Medicare    is   the 
largest    purchaser   of  home  health   services   among    Federal    programs.      In    FY   I978, 
Medicare    home    health   expenditures   amounted    to   $520  million. 

As  the    population   ages,   the    pressures   for    public    involvement   are   likely  to 
intensify.      Demographic   changes   such   as  new   family   forms,    the    increasing 
divorce  rate,   the  decline    in   the  birth   rate,    the  growth  of   single   parent 
families,    and    the    increasing    participation   of    women    in    the   work    force    all 
militate   against   the    family  providing    personal    care   to    those  of    its  manbers 
who  need    it.      Also,   the   elderly   population    is  growing    faster   than   the    popula- 
tion  as   a   whole.      Between    I98O    and   2030,    whereas   the   total    population    is 
expected    to  grow  by  kO   percent,   the   elderly   population   will   more   than  double, 
and    the    population  over   85  will    almost    triple.      Other   concerns    include   the 
supposed    inappropriate   emphasis    in    Federal    programs  on    institutional    and 
skilled   medical    services;    problems  of   quality;    gaps    in   coverage;    and    fragmen- 
tation   in   public    programs,   each    with  different    rules    and    eligibility    standards. 
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In    light   of  the    seriousness  of  problems  now,    and    the    impact  of  anticipated 
demographic   changes,   a  reevaluation   of    Federal    programs  that    finance   long 
term   care   services    Is  appropriate.      This   paper    is  an    initial    attempt   at   such 
a   reevaluation.      Chapter    II    presents   an   overview  of  the   population   requiring 
long    term   care   services  and    the    Implications   for    future  need   based   on   pro- 
jected   social    and   demographic    trends.      Chapter    III    discusses  the    services   and 
settings  that  comprise   long    term  care   and    their   coverage   under  current   public 
programs.      The  major    problems  confronting    existing   Federal    policy  are   sumia- 
rized    In   Chapter    IV.      Chapter   V  reviews   research  to  date  on   some   key  policy 
issues.      Chapter   Vl    sets    forth   a    series  of  goals  that  major    reforms    in    long 
term   care   should    achieve  and    analyzes   five  alternative  prototype   strategies 
for    reform.      Chapter   Vl  I    presents   a  brief   sinmary  by   way  of  conclusion. 

Although  the  earlier   chapters   provide  broad   background    Information,   the   scope 
of   Chapters   V  and  Vl    has  been  deliberately   limited    to    Issues   surrounding   the 
Federal    role    In    financing    formal    long    term   care   services,  with   an   emphasis  on 
alternatives    to   nursing    home    services.      The   long   term  care   requirements  of 
the  developmental  1  y  disabled,  mentally  retarded,   and  mentally   ill,  groups 
which   overlap   with   the   physically  disabled,    are  not    specifically  discussed. 
Also,   tax   code  changes  designed    to   assist   persons   who  care   for   the  elderly 
or  disabled   at    home   are   not  considered. 

The   authors  do  not   pretend    to   have  done  justice  to   all    the   available  data   and 
research.      Nor   would  we   suggest   that   there   are  easy  answers.      We  do    hope  that 
this   paper   brings  together    relevant    information    in   a   fashion  which  will 
enl  ighten    and    focus   the  current  debate.      This    paper  does   not    present    formal 
HCFA   policy  and    is   purposefully   labelled    a  "discussion    paper"   because  we   are 
genuinely    interested    in   receiving    reactions    from  those  outside   the   agency. 
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II.      THE    NEED   FOR    LONG   TERM    CARE    SERVICES 


INTRODUCTION 

The   phrase   "long    term   care"    describes   a   range  of  medical    and    supportive 
services    for    Individuals   who   have   lost    some  capacity   for    self-care  due    to 
a  chronic    illness  or  condition   and   who   are  expected    to   need   care   for    an 
extended    period.      The    services    involved,    particularly  the   less  medically 
oriented    personal    care   and    supportive   services,   can  be   provided    either 
formally — by    individuals  or    agencies   who   are    paid    for    their    services — or 
informally — by  relatives  or    friends  who   provide  assistance   without    pay. 
This  distinction   will    recur   throughout   this    paper. 

The   need    for    long    term   care   has   at   times  been  confused   with   the  need    for 
formal   (compensated)    long    term  care    services.       In    fact,    the  need    for    formal 
services    is   strongly   influenced   by  the   presence  or    absence  of    informal 
social    supports   as   well    as  by  the   presence  or    absence  of   a  disabling   chronic 
disease  or  condition. 

This  chapter    examines   some  of  the   factors   associated   with   need    and    projects 
how  need    is    likely   to  change  over   the  next   twenty   to   fifty   years. 


A.      HOW  MANY   PEOPLE    "NEED"   LONG  TERM   CARE? 

Definition   and  Measurement  of   "Functional   Disability" 

People  need    long    term  care  when   they  have  a  chronic   disease  or  condition 
which  causes  both   functional    impairment   and    physical    dependence  on  others. 
This   situation    is   referred    to   herein   as   "functional    disability." 

Estimating   the    prevalence  of   functional    disability,    however,    is  difficult. 
No   nationwide   survey  collects  data   which  measures  the  concept   directly.      The 
nationwide  Health    Interview   Survey   (HIS),  conducted    annually  by  the   National 
Center    for   Health   Statistics,   does  collect  data  on   three   related  measures, 
specif  ical  lyt 

o     the    presence  of   a  chronic   disease  or  conditioni 

o      limitations    In  mobility  and/or    usual    activity;    and 

o     the   need    for    assistance    in  basic    activities  of  daily   living    ( ADL ) 
such   as  bathing,  dressing,   eating,    and   going    to   the   toilet. 

Each  of  these    is  discussed    in   turn. 
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The   presence  of  chronic  disease    is  often   felt  to  be  a  primary  Indicator   that 
a   person   Is  at  risk  of  needing   long   term  care.      However,    about  40  percent  of 
the   U.S.    population   suffers   from   one  or  more  chronic    ailments.      For  many  of 
these    Individuals,   their    Illness  does  not  result    In   any  demonstrable  functional 
Impairment;   they  go  about   their   daily  routine,  often    for  many  years,  without 
major   hindrance  or  need   for   assistance.      Thus,    presence  of  a  chronic  condition 
per    se    Is  too  broad    a  measure  to   serve  as  a  proxy  for   functional    disability. 

The  second  measure — activity  limitation — more  closely  approximates  functional 
limitation  than  does  simple  presence  of  a  chronic  condition.  The  HIS  gathers 
data  on   four   levels  of  activity  limitation.      Respondents   are  asked    If  they  are: 

o     enable  to  carry  on  the  major   activity  of  their   age  group  (  I.e.,   work  or 
housework   for   an    adult,    school    attendance   for    a  child); 

o     able  to  carry  on  their  major  activity  but   are  restricted    in   amount  or 
kind   of   activity; 

o     able  to  carry  on  their  major   activity  but   are  restricted    In  amount  or 
kind   of  other    activities  (e.g.,   recreation);  or 

o     free  of  any  limitations  on  activity. 

Only  activity   limitation  due   to  chronic   health   problems   is  reported.      However, 
there   are  deficiencies  with  this  measure.     "Major   activity"  varies  with 
age,   and   the  retired    in   particular  may  not  report  that  they  are  "unable  to 
conduct  their  major   activity,"   even  though  they  are   significantly   Impaired. 
On   the  other   hand,   even   those  who  are  inable  to  work  may  be  able  to  care  for 
themselves. 

The  third   approach — the    Index  of  Activities  of  Daily  Living — measures  ability 
to   perfonn  a  range  of  specific   self-maintenance   activities  essential    to 
daily  living.   [Katz,    1963   and   1970]     The    index    is  based  on  an  evaluation  of 
the    independence  or  dependence  of    Individuals   with  regard    to   six   specific 
functions:     bathing,   dressing,  going    to   the   toilet,   transferring,   continence, 
and    feeding.      The  HIS  gathers  data  on   the  nunber   of    persons  needing   assistance 
with   four   of  the    six   basic   ADL  functions — bathing,   dressing,   eating,   and 
going    to   the   toilet.      Unlike  the   limitation  of   act  ivity  measure  discussed 
above,   these  data  offer    the   added    advantage  of  measuring    functional    limitation 
independently  of    social    roles.      However,   the   approach  may   understate  need 
because    it  omits   "Instrumental"    ADL   activities   such   as   shopping,  cooking,   and 
cleaning.      People   who   live   alone   and  cannot  cook  their  own  meals  or  clean   their 
homes  will    need    some  degree  of  outside  assistance    In  order   to  maintain   them- 
selves. 

Despite   their    imprecision,  data  on   activity   limitation   and    need    for   ADL 
assistance  broadly  reflect   the   prevalence  of  functional   disability. 


Population  Estimates  of  Functional   Disability 

Table   ll-l    presents  data  on   the   prevalence  of   activity   limitation  due   to 
chronic  conditions.      In    1977.    28,6  million    people — 13-5  percent  of  the 
noninstitut  ional  ized   U.S.    population — were  estimated    to   suffer    some  degree 
of  activity   limitation  due   to   a  chronic   condition.      Of  these,    7.66  million — 
3.6   percent  of   the   population — were    unable    to  carry  out   their  major    activity. 
The   prevalence  of  activity   limitation   rises  dramatically  with   age;   the  elderly 
are  k   1/2  times  more   likely   to   suffer    activity   limitation   than   those    under 
65*      The   association   with   age    is  even  more   striking   when    the  elderly  population 
is   subdivided.      The    percentage  of  elderly   who   are    unable    to  carry  out   their 
major   activity   increases   from   14. A  percent   among  65-7^   year   olds  to  32.9 
percent    for   those   age  85   and   over. 


Table   11-1:      Persons   with   Activity   Limitation   Due  to  Chronic   Conditions,    By   Age 

U.S.,    Noninstitutional ,    1977 

Under  85   6 

Total           25             25-4A  45-64         65-74         75-84           over 

Total    Population                 212,153     91,249       55.280  43,357       14,259         6,652         1,354 

(in   thousands)                          (100%)        (100%)        (100%)  (100%)        (100%)        (100%)        (100%) 

No   1  imitation 

of  activity                          86.5          95.8          90.4  76.9          61.^           51.6          36.8 

Limited,  but   not 

in  major   activity                 3.1              1.8             2.9  4.5             5.4             6.0             6.6 

Limited    in    kind  or    am't 

5.0  12.3            18.7           22.3            23.6 

1.4  6.2            14.4           22.0           32.9 
Source:      I977  National    Health    Interview    Survey   [NCHS,    I978,    and    unpublished   data] 


Data  on   need    for    personal    care   assistance    in  ADL   show  a   similar    pattern,    al- 
though the   absolute  numbers  are   smaller.      Table    11-2    presents  the   number   of 
non  institut  ional  ized    persons  needing   assistance    in   bathing,   dressing,   eating, 
or   going    to   the   toilet   as  a   percentage  of  the   total    population    for   each   age 
group.      Only  0.1    percent  of  the    total    population    are  dependent    in   these    four 
ADLs.      Those   age  75    and   older    are  over   20   times  more    likely  to   need    personal 
care   assistance    in   at    least  one  of  these   four   basic    activities  than   those 
under   age  65. 


of  major   activ  ity 

6.7 

1.9 

Unable    to  conduct 

major   activity 

3.6 

0.3 
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Table    11-2:      Persons   With    Activity   Limitation,    and   Persons   Dependent    in   Various 

Activities  of   Daily  Living    (ADL)*,    By   Age 
U.S.,    Noninstitutional  ,    1977 


Total 

Under 
21 

21-44 

45-64 

65-74 

75-84 

85  & 
over 

Total    Population 
(  in   thousands) 

212,153 
(100%) 

76,191 
(100%) 

70,337 
(100%) 

43.357 
(100%  ) 

14.259 
(100%) 

6,652 
(100%) 

1,354 
(100%) 

With   activity 
1 im  itation 

13.5 

3.7 

8.7 

23.0 

38.6 

48.4 

63.2 

Dependent    in   at 
least  one  ADL 

0.7 

0.1 

0.3 

0.7 

2.2 

5.8 

15.0 

Dependent    in    all 
four    ADLs 

0.1 

0.05 

0.04 

0.08 

0.4 

0.6 

3.7 

*        includes  bathing,  dressing,   eating    and  going    to  the   toilet 
Source*      1977   National    Health    Interview  Survey  (unpublished  data) 


Overall,    it    is   strikingly  clear   that   the   prevalence  both  of  activity   limita- 
tion  and   of  need   for    personal   care   services    increases  rapidly  with   age. 
Significant  as  this  finding    is,   however,    it   should   not  obscure  the   fact  that 
almost   half  of  those  who   are   unable   to  carry  out   their  major   activity — 3.8 
million   persons — are  under   age  65.      Yet  the  need   for   formal    services   increases 
even  more  rapidly  with   age  than  does   the   prevalence  of  disability.      The  next 
section  explores  why. 

B.      WHO   NEEDS    (USES)   FORMAL   LONG  TERM   CARE   SERVICES? 

If  need    for    long   term  care   services    is  difficult   to  estimate,   need   for   formal 
services  (i.e.,    services  entailing    financial    compensation   to   the   provider)    is 
even  more    so  because  many  of  them   are  neither  medically  nor   technically  complex, 
Thus,   they  often  can  be  provided   by  untrained    family  or    friends.     Two    individ- 
uals  with   the   same  functional    disability  but  different    levels  of   family  support 
may  require  very  different   amounts  of   formal    care. 
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In   examining    factors  associated  with   the   need    for    formal    services,   actual 
nursing    home    use    is    selected   as  a    proxy.*     The  discussion   will    examine    sev- 
eral   predictors  of  nursing    home  utilization,    specifically  age,    sex,  marital 
status,    and    availability  of  other    family  supports. 

Age  and  Functional   Disability 

Age    is  the  most   obvious  demographic    factor    associated   with   the   need    for 
long    term  care;    nearly  9  out   of  every    10   persons   who   reside    in   nursing 
homes   are  over    age  64.    [NCHS,    1979t    table   193     Further,   the   percentage 
of  elderly  residing    in   nursing    homes   rises  dramatically   with    age,    from 
about    1.4  percent   for   those    in   the  65-/4    age  group  to  more   than   20   percent 
for   those   age  85    and   over.    [See  Table    ll-3t  colunn  2.] 


Table   11-3:      Percentage  of   Persons   Having  ADL    Dependency   and 
Percentage  of   Persons    in    Nursing    Homes,   by  Age 


Age  Group 


(1) 
Percent 
Having  ADL 
Dependency* 


(2) 

Percent 

Residing    in 

Nursing  Homes 


(3) 

Ratio 

Between 

(2)    and   (1) 


45-64 

65-74 
75-84 

85  + 


1.2% 

3.5% 

11.3% 

35.1% 


.3% 

1.4% 

6.4% 

21.6% 


.24 
.40 
.56 
.61 


*  These    include    all    persons   who  either   reside    in    a  nursing    heme  or    reside    in 
the  community  and    are  dependent    in  one  or  more  activities  of  daily   living. 

Source:      Combined   data    fron  the   1977  National    Nursing   Home   Survey  and   the 
1977   National    Health    Interview  Survey  (unpublished   data). 


*     Utilization  data  do  not   accurately  reflect   the   need    for    formal    services,    for    two 
reasons.      First,    use  rates   also   reflect    individuals'    demand    for    long    tenn  care 
services.    [Scanlon,    1979.]     Demand    for    long    term   care    is  conditioned    by    Individ- 
uals'   preferences,   their    incomes,    and   the   price   and    availability  of  substitutes, 
as  well    as   functional    disability.      Second,   adequate  nationwide  data  on   the    use 
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As  displayed    in   the   table,   the   likelihood   that   an    individual    will    enter   a 
nursing    home    Increases   with   age   at   a  much  more   rapid    rate  than  does   the 
Incidence  of  major    functional    limitations.      The   percentage  of  people  who   are 
dependent    in   at    least  one  ADL  function    increases   ten   times  (from  3.5   percent 
to  35.1    percer.t)    from   the  65-7^    age  group  to   the  85-and-over   group  [see  col  imn 
1],    while   the    percentage   residing    in   nursing    homes   rises  more  than    I5  times 
(from    l.A  percent   to  21.6  percent)    for    the   same  age  groups.      The   third   column 
makes   the   same   point    in   a  different   way.       It    presents    for   each    age  group  the 
ratio  between   the   percent    in   nursing    homes   and    the   percent   with   ADL   dependency. 
This   ratio   reflects   the   proportion  of    persons   having    an  ADL  dependency  who 
reside    in   a  nursing    home;    it   rises   from    ,2k   for   the  45-6^   age  group  to    .61 
for    the  85    and   over    age  group. 

Thus,    as   a   person   ages,   a   serious  chronic  condition   with   resulting    functional 
limitation    Is  more   likely   to   lead    to    institutionalization.       Increased   func- 
tional   disability  alone,   however,   does  not  explain   the   higher   nursing    home 
utilization   rate    among   the  very  old.      The   following    sections   examine  other 
factors   associated  with   age  which  may  help  to  explain    higher    utilization   rates. 

Sex  and  Marital    Status 

Sex    seems  to  be  associated   with   the   use  of  nursing    home  services.      Over  70 
percent   of   nursing    residents   are    female.    [NCHS,    1979t    table   I9]      In  addition, 
the   use   rate   for   elderly  women   (5. A  percent)    is   nearly  double  that   for   elderly 
men   (3.0   percent).      [NCHS,    NNHS    (197^),    unpublished;    NCHS,    NH IS    (197^).    unpub- 
lished]    However,   these  differences   fade  when   nursing    home  utilization   rates 
are  broken  down  by   age   and  marital    status.      Within   the  nine   age/marital    status 
combinations  of  Table    11-4,    women   have  higher    use   rates    in    four   groups,  men 
in   two,    and    in   three   there    is  only  a  very   small    difference.      In  contrast.    In 
every  age/sex   group,    use   rates   for   the   unmarried   (widowed    and    single)    are 
considerably  higher   than    for   the  married.      Further,    in  each    age  group,   the 
differences    In    use   rates  between   the  married    and    mmarried    far   exceed 
the  differences    in  men   and   women. 


of   long    term   care   services  other   than   nursing    homes  does  not  exist.      However, 
nursing    home    services   account    for  more   than  90   percent  of   publicly  funded    long 
term   care.     Whether   current   nursing    home  utilization  exceeds  or    falls   short  of 
actual    need    for   nursing    home    services    is  complicated   by  evidence  of  bed   shortages 
and    Inappropriate   placements    in    some  parts  of  the  of  the  country.      This    issue    Is 
currently   unresolved    and   will    be  explored   further    In   Chapter    V.      For   purposes  of 
this  chapter,    it    is  the  best   available  measure. 
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Table   11-4:      Percentage  of   Elderly    in   Nursing   Hcxnes   as  a   Function 
of  Age,   Sex   and  Marital    Status,    1973 


Total 

Marr  ied 

Widowed 

S  ingle 

Total 

1.2 

0.4 

2.1 

4.1 

65-74 

Male 

1.0 

0.3 

1.9 

5.5 

Female 

1.3 

0.4 

3.2 

3.1 

Total 

5.8 

2.0 

7.9 

10.2 

75-84 

Male 

4.0 

1.7 

7.8 

11.4 

Female 

6.9 

2.6 

7.9 

9.5 

Total 

25.1 

11.3 

27.5 

32.3 

85  + 

Male 

19.0 

9.2 

24.3 

32.1 

Female 

27.9 

17.0 

28.4 

32.3 

Source:     Combined   data   from   the    1973-74   National    Nursing    Home  Survey  and 
the    1974   National    Health    Interview   Survey  (unpublished   data). 

Thus,    it   appears  that   women    use  more  nursing    home  care   than  men  because   they 
are  more   likely  to  become  widowed.* 

The   significance  of  marital    status    is   further   borne  out   when   the    institu- 
tionalized   population    is  compared   with   the   non  inst  itut  ional  ized.      Overall, 
about   half  of  the  elderly  are  married,   two-fifths   are  widowed,    and   one   tenth 
are    single  (i.e.,   never  married,   divorced  or    separated).    [NCHS,    NHIS(1977), 
unpublished]      In  contrast,   only  about    12   percent  of  elderly   institutional 
residents   are  married,    62   percent   are   widowed,    and  2/   percent   are    single. 
[NCHS,    NNHS(1977).   unpublished]     Clearly,    the    lack  of  a   spouse    is  a  critical 
determinant  of    institutionalization. 


*  Women    also    have   higher   morbidity  rates   associated   with   a    longer    lifespan    so 
functional    disabilities   are  often  greater.      This    fact    also    accounts    for 
some  of  their    increased    likelihood   of    institutionalization. 
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Other    Informal   Supports 

Numerous   studies  also   reveal    the    importance  of  children,  other   relatives,   and 
close    friends    in    permitting   the  disabled    to   remain    in   the  community.      For    exam- 
ple,  a   study  was  conducted    in   Philadelphia  of  severely  or   totally  disabled   older 
people   living    in   the  community   and   being    served  by  a   home   health    agency.      None 
lived    alone,    46  percent    lived  with  children,    20  percent   with   a   spouse,   and   3^ 
percent   with  other   relatives  or    friends.       In  contrast,  moderately    impaired 
patients    in    private   skilled    nursing    facilities  had    few  family  supports:      54»5 
percent    had   never   been  married,   40.9  percent   were   widowed,    and  more  than  68 
percent   were  childless.      [Brody,   et   al  . ,    1978]     Another    study.    In   Cleveland, 
found   that   the    fraction  of   all    care   provided    Informally  rises   with   the    severity 
of   impairment,   from  60  percent   for   the   slightly  Impaired   to  80  percent  for  the 
extremely    impaired.      Those   who   had  greater    impairment   relied  more   heavily  on   a 
spouse  or  children   rather    than  on   formal    care.    [GAO,    1977a] 

Nationwide,    four  out  of   five  older    people   have  at   least  one  surviving   adult 
child,   but   almost   half  (46   percent)    of  the    Institutionalized   elderly  are 
childless.      A  majority  of  the  remainder   have  one  child   rather   than  two  or  more. 
[Shanas,    1976]     Among   elderly  women,   size  of   family   Is  directly  related    to 
the   proportion  of  widows   and   single  women   living  with  relatives   and    inversely 
related   to  the   proportion   living    In    institutions.     [Soldo  and  Myers,   1976] 
Childless   women   at   any   age   have   higher    rates  of    Institutionalization   than   their 
counterparts  who   have  children;   those  with   the    largest    families  have  about   half 
the  rate  of    institutionalization  of  childless  women  of  the   same   age. 

Finally,    the  composition  of  fam  II  y  membership  also    influences  the   availability 
of   social    support.      Shanas   found  that  the    individual    to  whom  the   average  older 
person  would   turn   for   help   In  a  health  crisis  was  a  middle-aged  woman,  either 
a  daughter  or  other   relative,   who  was  married   and   herself  the  mother  of  children 
Seven  of  every  ten    individuals  named   by  older   people  as  sources  of  aid  were 
women.      [Shanas,    1969] 

C.      HOW  WILL   THE    NEED  FOR   LONG  TERM   CARE   CHANGE    IN  THE    FUTURE? 

Projected  Growth    In  the  Aging  Population 

We   are   an   aging    society.      Between    I98O   and   2030,    the   total    population    Is   pro- 
jected   to  grow  by  40   percent.       In  contrast,   the  elderly   population   will    double 
to   a  total    of  55  million,   or  22   percent  of  the   population.    [Census,    1977] 
Further,   the  over-75  group   is  growing  at  an   even   faster   rate.      Currently,   38 
percent  of  the  elderly  are  age  75   or  older;    by  2030,    this   figure  will    increase 
to  45   percent.      Those   age  85    and   older   now  nunber    about   2  million    persons;    by 
2035   this  group  will    triple  to  6  million  people.   [See  Figure    1 1-1] 
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Figure    I  1-1:      PROJECTED    GROWTH   OF    ELDERLY    POPULATION   AGE    GROUPS,    I98O   -  2030 
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Changes    In  Family  Structure 

Changes    In   family  structure  will    also   affect  the  availability  of   Informal 
supports.      Importantly,   the   availability  of  a  spouse  will    decrease  as   a 
consequence  of  the  differential   mortality  rates  between   older  men   and  women. 
A  65   year   old  man  can    expect    to    live   an    additional    13.7  more   years  on    average, 
while  a  65   year   old  woman  can  expect   to   live   I8.O  more   years.    [Census,    1977] 
As  a  result,   the   projected    Increase    In   the  elderly   population   will    be   princi- 
pally among    the   widowed   and    sing  lei   over   the  next  20  years  the  number   of 
widowed    aged   will    Increase  33   percent,    and   the   ninber   of   single   elderly  by 
25   percent.      In  contrast,   the  number  of  married   elderly  will    increase    less 
than  20  percent.    [Census,    1977] 
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The   availability  of  children   to   support   their   disabled    parents  may  also  di- 
minish.     As  the   population    ages,    four  generation    families  become    increasingly 
common.     Within    such   families,   the  very  old    invalid  may  have  children   who 
themselves   are   retired  or  chronically    impaired    and   thus   are   limited    in   their 
ability  to   assist   the   parent.     Moreover,   there    is  a   trend    toward   greater 
mobility   among    f  am  il  y  members.      An    elderly   person  may   have  children,  but   they 
may   live  too    far    away  to  be  a  source  of  support. 

Finally,    increased    participation  by  women    in   the   labor    force  may  also 
decrease  the  amount  of   Informal    care.     The  civilian   labor   force  participation 
rate   among   women    is   expected    to   rise   from  k8   percent    In    1977    to  57*1    percent 
by   1985    and    exceed  60   percent  by  I99O.    [BLS,    1979] 


Possible  Countertrends 

Fortunately,    there   are   some  changes  that  could    partial  1  y  mitigate   the   antici- 
pated  rise    In   need.      The   prevalence  of   functional    di  sab  il  Ity  may  not    Increase 
as   fast   as   simple  aged-based    projections  would    suggest.      As  advances  are  made 
in  controlling   chronic    Illness,   the   health  of  the   younger    aged    is   likely  to 
improve.    [Nuegarten,    1975  3     Some  researchers  argue   that   average   life  expectancy 
Is    unlikely   to    increase  beyond    about  85   years   and   that   this    fact,    together   with 
improved    treatment  of  chronic  conditions,  will    shorten   the   period   of  functional 
disability   experienced  by  the   average    person.    [Fries,    I98O]      If  this   argiment 
proves  accurate,   the   age  adjusted    prevalence  of  functional    disability  will 
decl  Ine. 

Another    hopeful    phenomenon    is  that   poverty  among    the   aged    Is  declining.*     While 
this    in    itself   will    not   reduce  the  need    for    long    term  care    services,    it  may 
mean   that  more  elderly  will    be  able  to   afford    to   pay  for    services  themselves. 

Projected  Growth    In  Nursing  Home  Utilization 

One  way  to   approximate   the    likely  future    impact  of  current   trends    is  to  examine 
how  the  nursing    home    population   will     increase    if  the  existing    age-specific 
patterns  of   use    persist.      Figure    11-2    displays   the   projected   growth    in   nursing 
home    utilization  by   age  cohort,   assuming   current    use  rates.      Under   these   assimp- 
tions,   the   number   of  nursing    home  residents  will     Increase  5^   percent  over    the 
next  20   years   and    I32   percent — to    almost    3,000,000 — by  2030.      These  estimates 
do  not   reflect   any   Increased    utilization  due   to  changes    in    family  structure. 


Between    1969   and    1978,    the  number  of  elderly  with    incomes  below  the   poverty 
level    dropped    from  A, 787,000    (25.3   percent  of  the   population   over    age  65)    to 
3.233,000    (13.9  percent).    [Census,    I98O,    table  27] 
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Figure    II-2j      PROJECTIONS   OF   NURSING   HOME    UTILIZATION    IF   CURRENT   TRENDS   CONTINUE 
Residents 
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Financial    Implications   for  Public  Programs 

At   the   same   time  that   the  need    for    formal    long   term  care   services    is    increasing 
rapidly,    the  government's  ability  to   raise   the   tax   dollars  necessary  to   provide 
such  care   will    be   significantly  constrained,    particularly  as   the  children  of 
the    post-World  War    II    baby  boom   turn  65    in   2010    and   thereafter.      The   societal 
"dependency   ratio"    provides   a   rough  measure  of  these   fiscal    constraints.      The 
ratio    is   simply  the   number   of   persons    in   the   "non-working"   years  (i.e.,    under 
16   and   over  64)    per    100  persons  of  working   age  (16-64).      This  ratio   is   a 
reasonable  approximation  of  the  number   of  "dependent"   (i.e.,    non-produc  ing) 
people   which   each   tax-paying   worker  must   support.       In    I98O,   the  dependency 
ratio   stands  at   55.       If   the   retirement   age    is   not   raised,   and    if   fertility 
remains   relatively   low,   the   ratio   will    begin   rising    in    about   20   years   and 
will    reach   67   by  2030,    a  22  percent    increase  over    I98O.    [Census,    1977] 

This    alarming    scenario  could  be  mitigated  by  a  number   of   factors,    such   as 
a   higher    retirement   age,   higher    fertility  rates,   or   greater    labor    force 
participation    among   the    16-64  age  group,    particularly  among  women. 
Nevertheless,   the  overall    financial    and    service    implications   for    long    term 
care   pol  icy  are  clear.      To  meet   the  expected   growth    in   need    for    formal    long 
term   care   services,  more   financial    resources  will    be  required,   either   to 
purchase  more   nursing    home    services  or    to    provide   a  different  mix  of    services 
aimed    at  caring    for   the   functionally  disabled    in   the  community.      Otherwise, 
there  will    be   fewer   net    services   available   for   those    in   need. 


CONCLUSION 

The  data  on   nursing    home  utilization  demonstrate   that    institutionalization 
results    fran   a  combination   of   functional    disability  and    lack  of    informal 
supports   such  as  spouses  or  children.      This   suggests  that  a  person's   informal 
network   is   a  critical    variable   affecting   the  need    for    formal    long   term  care 
services    in   general.      Unfortunately,    national    data  on    informal    support   systems 
for   the  functionally  disabled    is  virtually  non-existent,    and,    as   we  discussed 
earlier,   data  on   the   prevalence  of   functional    disability   is   rough  at  best. 
Thus,  estimating  the  nunber   of   persons  who  need   formal    long   term  care   services 
is  difficult .  « 

Some  have  estimated   that,   for   every  person   residing    in   a  nursing    home,   as  many 
as   two  or   three    individuals   who    live    in   the  community  require   an   equivalent 
amount  of  care,  which  they  are  currently  receiving,    if  at   all,   primarily  from 
informal    sources.    [Berg,    1970j   CBO,    1977a]     Data   from  the    1977  Health    Interview 
Survey  suggest   that   the   factor    is  at    least    1.3.      Approximately   1,556,000 
noninstitut ional ized    persons   require   assistance    in  bathing,  dressing,   eating 
and   going    to   the   toilet,  compared   to   1,179,000   nursing    home  residents  (out 
of   1,303.000)   who   require   similar   assistance.    [NCHS,    NHIS(1977),    unpublished; 
NCHS,    1979,    table  23.]     This   fact,    in   addition   to   the   aging   of  the   population 
and   changes    in    family   structures,    suggests  that    pressures    for   future  public 
involvement   are   likely  to    intensify. 
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III.  LONG  TERM  CARE  SERVICES  AND  SETTINGS 

Long  term  care  services  are  available  in  various  settings.  At  one  end  of 
the  continuum  are  comprehensive  care  institutions,  such  as  nursing  homes, 
which    provide    all    needed   care.      At   the  other    end    is    private    housing. 

This  chapter   describes  the   services  available  at  various    points   along    the 
housing  continuum.      The    services   are  organized    under   three    headings: 
(1)   nursing    homes,    (2)  other    protected    living    arrangements,    and    (3)   the    home. 
In  discussing   each    setting,  government    sources  of    financing    are    highlighted. 

A.   NURSING  HOMES 

Nursing    homes  are  the   principal    setting    for   the    impaired    elderly  and   disabled 
who   are    in    institutions.      Some    1,300,000  Americans,    including   5   percent  of   those 
aged  65    and   over,    live    in    18,900   nursing    homes  nationwide.    [NCHS,    1979.    tables 
18    and   19]     However,   20   percent  of  the   elderly   will    spend    some   time    in    a  nursing 
home  before  dying.    [LaPorte   and    Rubin,    1979,    p.    19] 

In    1979,   nursing    home   expenditures   amounted    to  $17*8   billion  (see  Table    II  I -1  )  , 
an   estimate   that  excludes  many  medical    services,    such   as  most    physician    sei — 
vices,    provided    to   nursing    home  residents.    [Fax    and   Clauser,    I98O,    p.   2] 
Government  expenditures  accounted    for   56.7  percent  of  this  total.      Private 
payments   accounted    for   the  remaining  43.2   percent.    (See  Table    I  11-2.) 


TABLE    I  1 1-1:      Calendar-Year   Estimates  of   Nursing   Home   Care  Expenditures 
by  Source  of  Payment 

(Dollars   in  millions)  1973  197^  1975  1976  1977  1978  1979 


TOTAL 

$7,217 

$8,567 

$10,105 

$11,390 

$12,810 

$15,120 

$17,807 

PUBLIC    PAYMENTS 

3.636 

4,607 

5,681 

6.336 

7.332 

8,639 

10,102 

Medicaid 
Med  icare 
Veterans    Admin. 
Other   Publ ic   Funds 

3,096 
192 
120 
229 

3,928 
2kk 
141 
293 

4.870 
291 
174 
346 

5.423 
334 
208 
371 

6,288 

365 
248 
430 

7,485 
353 
282 
520 

8,796 
373 
313 
620 

PRIVATE   PAYMENTS  3.581         3.960         4,424         5.054         5.478         6,463         7.705 


Direct   Payments 

3.512 

3.841 

4,248 

4,894 

5.312 

6,268 

7,481 

Insurance   Benefits 

17 

64 

78 

91 

90 

105 

117 

Other   Private   Funds 

52 

55 

61 

70 

76 

90 

107 

Source:      Health    Care   Financing   Acfenini  strat  ion.    Office  of    Research,    Demonstrations 
and    Statistics,   Division  of  National    Cost   Estimates,   unpublished   data. 
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TABLE    I  I  1-2:      Calendar-Year   Estimates  of  Nursing  Home  Care  Expenditures 
by  Source  of  Payment 

(Percent  Distribution)        1973            197^  1975            1976  1977  1978           1979 

TOTAL                                              100%             100%  100%             100%  100%  100%             100% 

PUBLIC  PAYMENTS                    50.3          53-7  56.2          55.6  57.2  57.1           56.7 


Med  ica  id 

42.9 

45.8 

48.1 

47.6 

49.0 

49.5 

49.3 

Med  icare 

2.6 

2.8 

2.8 

2.9 

2.8 

2.3 

2.1 

Veterans    Admin. 

1.6 

1.6 

1.7 

1.8 

1.9 

1.8 

1.7 

Other   Publ ic   Funds 

3.2 

3.A 

3.4 

3.2 

3.3 

3.4 

3.4 

PRIVATE    PAYMENTS  49.6  46.2  43.8  44.3  42.7  42.8  43.2 


Direct   Payments 

48.6 

44.8 

41.2 

42.3 

42.9 

41.4 

42.0 

Insurance   Benefits 

.23 

.74 

.77 

.79 

.70 

.69 

.65 

Other   Private   Funds 

.72 

.64 

.60 

.61 

.59 

.59 

.60 

Source:      Health    Care   Financing   Adnini strat ion.    Office  of    Research,    Demonstrations 
and    Statistics,   Division  of  National    Cost   Estimates,   unpublished   data. 

Medicaid    is  the   predominant   public    source  of  financing,    accounting    for  87 
percent  of  the  $10.1    billion    in   public    expenditures.      To  be   eligible   for 
nursing    home  care   tnder  Medicaid,    individuals  must   have    incomes  and    assets 
below    State-established   ceilings.      Two   types  of  nursing    homes   are   eligible 
for   Medicaid    reimbursement: 

o      skilled    nursing    facilities  (SNFs),   which   provide  24-hour    skilled 
nursing  care   under   the   supervision  of  a   physician,    and 

o      intermediate  care   facilities  (  ICFs)  ,   which  are   less    intensive  and 
are    intended    for    patients   who   require  care  only  on   an    intermittent 
basis. 

Federal    law  mandates  that   States  cover   SNF   services   for   all    persons  over  21, 
Although   a   State  option,    all    States  do  cover    ICFs.      However,   the    proportion 
of  patients    in   each   type  of  facility  varies  enormously  by  State.      In   Louisi- 
ana,   Oklahoma,    and   Tennessee,  only  2   percent  of    patients   are    in  SNFs  (and  98 
percent    in    ICFs)    compared  with  89   percent    in   Florida.    [Vladeck,    I98O,    p.    I38] 

Medicare    accounts    for    another   4   percent  of   public   nursing    home   expenditures. 
The  coverage    is   limited    to   100   days   per    spell    of   illness   for  beneficiaries 
who    have  been    hospitalized    for   at   least  3   days.      Over   the    period  FY    1976-78, 
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among    users  of  the   SNF   benefit,   the   average  number   of   SNF   days   was  approxi- 
mately 29   per   beneficiary.    [HCFA,    1980b]     Other    public    sources,    such   as 
the   Veterans  Administration   and   various   State   and    local    programs,   comprise 
the  remaining  9   percent  of   public    expenditures    for    nursing    home  care. 

The   predominant   source  of   private    funding    is  direct  out-of-pocket    payments 
by  residents   and   their    families.      These    payments   account    for   97   percent  of 
all    private   revenues.      Third    party  payments   account    for  only   1.5  percent; 
other    private    payments,    such  as  charitable  contributions,    account    for 
another    1.5  percent. 

The  contrast    with   hospital    services    in   the  distribution  of  expenditures 
by   source  of    payment    is    interesting.      The   public-private   split    is  essentially 
the    same  (5^*6  percent   public    and  A5.A  percent   private).      However,   whereas 
private    insurance    accounts    for  only   1.5   percent   of    private   nursing    home 
expenditures,    it   accounts   for  7^*5  percent  of  private   hospital    expenditures. 
At    least    for    now,    the    private    insurance    sector    has  decided   that   nursing    home 
services  are  not   an    insurable  risk,   except    for    some   short-stay  acute    patients. 


B.      PROTECTED   LIVING  ARRANGEMENTS 

Many  of  the  95   percent  of  the  elderly  who    live  outside  of    institutions   are 
unable    to  maintain   an    independent   existence.      Personal    and   domiciliary  care 
facilities,    foster   care   homes,   and   congregate    housing    provide   protective 
settings    for    the   elderly   and   disabled. 

Personal   Care  and  Domiciliary  Care  Facilities 

A   personal    care    home    provides    personal    care    services,    including    assistance 
with   activities  of  daily   living    ( ADL  )    such   as  bathing,   going    to    the   toilet, 
eating,    transferring,    and    ambulation.    [NCHS,    1976]     Three  or  more  of  these 
ADL   services  must   be  routinely  provided    to   each  client   to  be  classified    as 
a    personal    care    home  by  the  National    Center    for   Health    Statistics.    [NCHS, 
1976]     Most   of  the   homes  are   proprietary. 

A  domiciliary  care    facility   provides   a   lower    level    of  care — room,  board, 
housekeeping,    supervision,   and    some  degree  of  ADL   assistance.      If  one  or   two 
categories  of   ADL   assistance    are   routinely   provided,    the   establishment    is 
classified    as  a  dom  ic  il  iary  care   facility  by  the   National    Center    for   Health 
Statistics.    [NCHS,    1976]     These    facilities,    which    are  commonly   licensed   by 
State  departments  of  social    services,    are  not    usually  allowed    to    provide 
medical    services. 

Personal    and   domiciliary  care   homes   are  not  covered    under    either   Medicaid   or 
Medicare.      They  may,    however,   receive   public    payments    from  the   Supplemental 
Security    Income  (SSI)   program,   which   provides  cash    assistance  to    the   aged, 
blind,    and   disabled.      Recipients  may  purchase  congregate  or    personal    care   with 
the    SSI    money.      The   Federal    SSI    payment    standard    Is   $238    a  month;    the    average 
payment    is   $110-$120.       In    addition    to   the    Federal    SSI    payment,    31    States   give 
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supplemental    cash    payments  to   persons    in  domiciliary  and   other    supervised 
living    arrangements.      These   supplemental    payments  can  be    adnini  stered  by  the 
States  or,    at   State  option,   by  the   Federal    government.      In    December    1977t 
112,67^   persons    lived    in  domiciliary  care    facilities   and   other    supervised 
living    arrangements    in    I5  States  with   Federally  administered   optional    State 
supplementation.      The    average  monthly   Federal    plus   supplemental    payment    for 
these    people  was  $26^.    [Kochhar,   undated]     Figures  are  not   available   for   State 
administered    supplements. 


Foster  Homes 

A   foster   care   home  (FCH)    is   usually  a   private    home  that    is  owned    and   occupied 
by  an    individual    or    family   who  offers  a   pi  ace  of  residence,  meals,    housekeeping 
services,  minimal    surveillance,   and    personal    care.      Sponsors  are   paid    a  monthly 
fee   and   appear  motivated    to    participate    in   the   FCH  program  by  a  combination  of 
altruism   and    the   need    for    additional    family   income.      A  d  ist  ingui  shing    feature 
of  these    homes    seems    to  be   an   attempt  by  the    adnini  ster  i  ng    agencies — typically 
State  departments  of  social    services — to  match  the  characteristics  of  the   host 
with   the  needs  of   the  client.       It    is  this    personal    aspect   which  most  differen- 
tiates  FCHs   from   dom  ic  il  iary  care   facilities. 

The  nimber   of   elderly   foster  care    units   is   not    known   with   any  degree  of   ac- 
curacy.     States  may  use   their  monies   under   Title  XX  of  the   Social    Security  Act 
(a    formula  grant    program)    to  cover    foster  care.      Title   XX  funds   help  support 
an   estimated  7»000   placements  of  elderly  persons.    [Turem,   et   al  .,    1977*    P«    12] 

Congregate  Housing  and  Retirement  Communities 

There    is  no   single  definition  of  elderly  congregate   housing.      At   a  minimun, 
it    is   age- segregated    housing   built    for   the   elderly  that    provides   an  on-site 
meal    program,  minimal    surveillance,   and    shelter.      Most   residents  are   func- 
tionally  and    emotionally    independent  but  benefit    from   assistance   with  meal 
preparation   and    social     interaction   with  other    residents. 

Information    is   lacking  on   the   total    nimber   of  congregate   units  or   their    source 
of  funding.      Several    programs  of  the   Department  of  Housing    and   Urban   Develo|>- 
ment   (HUD)    provide  funds    to  construct    housing  or    to   subsidize  rents    for   the 
elderly  and    for    low  and  middle    income  families,   although  the  exact  amount 
spent  on  congregate    housing    for   the   elderly  and   disabled    is  difficult   to 
determine.      The   programs  are:      Section  8,   which   provides  rental    subsidies  to 
low   and  moderate    income    families;    Section  202,  direct    loans    for  construction 
of  housing    for   elderly  and    handicapped    persons;   Section   231  t   which    insures 
lenders   against    losses  on  mortgages    used    for    rental    units    for   the   elderly 
and    handicapped;    and    Section  236,   mortgage    insurance  and  mortgage    interest 
subsidies    for    rehabilitation    and   new  construction  of  rental    and   cooperative 
housing    for    low  and  moderate    income  families.      In   addition   to  government   sub- 
sidies  and    sectarian   support,   residents  meet  monthly  rental    charges  out  of 
their   own    pockets. 
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Retirenent  cfananltles  provide  enviroranental    advantages  sinilar   to  those  of 
congregate   taousifig    im  that   social,  medical,  ccnnercial,  recreational,   and 
transiportatlon   services  are  readily  accessible.     The  cost  of  retirement 
ccmniun it ies ,    tx>Mrever ,    is  tieyond  tt>e  neans  of  most  elderly.      Therefore,  ttey 
MFe  a  viable  bausing  choice  oniy  for  a  ninority. 

:C.      THE  MQINE 

flteray  (dlsalbled  elderly  ineed   some  ^rvices  bitft  reaifuire  meither    Inst t tut ional  t- 
zatiom  iTx>r  tbe  ipnotected   boiasing  arrr aragquBtats  iprev iousl y  discussed.     Ttaese 
inndividuiials  can    1 4ve   irin  tineir  omd  bone  or  tbe  bane  of  relatives  or  friends. 
HoMorer ,  tbey  cam  ibemefit   fran  cumniunityHbased   services  sudh  as  bone  bealtb 
care,  ipersoimal   care,  banneniateer  amd  ctore  services,  monitoring,  hone-del  ii^rfid 
or  o9ift>gr^|at£  nisals,  and  adujlt  day  cars. 

jMsdttcaTly  HBTagmrtgd  Mianm  flteattih  (Daire 

Ittedricare  fiunndsimed ileal  ly  toriennted  boroe  itaeaDtfh  care,   fiimcl ia3 Sm^  stkillsd  nuiiirsing, 
qatnysfical  tihsranBy,  ascciuupratuooiTnal    tilneraqspy^  sipeedh  tiineraqiry,  ftnne  itealtiln  aiide 
fassi stance  and  imediiica!]  ^uppl  iies  and  apfpil  acaraces  pruvyitdsd    nm  tiie  tome.     /As  twltih 
ittlne  3i1fF  UBsnnef  !it ,  cioverape   is  (cmlsmtsd  taamsmtSs  acuinte  eiplsodss.     Tiiae  ibome  itealtih 
Jseraefit    is   Innniitsd  iby  oomistraiinnts  goovem liing  tite  xamdi'\±>i<Bms  londer  luhiicih  ttke 
JBcnaef  JlcFEar^  lis  "eliigaifoike  tbD  reee  li^ve  dsranef  Its.      Specl^acailll'jyr,  ttiD  quraliiify,  itiie 
iJBenogerf  >ic  iiary  imuist  ibe  oonnfiiirasd  tbo  t!te  Tes<i<alsnic£  ((tbamtebioxinid'');   iioe  onder  tte  care  orf 
a  iffh'^^ lie lani;  and  tmeol  Sikllled  tnuursiisg  care.,  ph^^ysiical  ,  loocuaiiaat iiasnaal  ,  lor  sipeexjti 
titasrapiy  snn  .a  ~||iant~tniine  saxr   iiinitteniniittsniit  itaaslES..     HBP  Ititae  wariions  TlnmiitattionB,  iUtae 
lliiuiuEiiixtsuaiad  amd  sikiHed  care  TesqiuiiTemem'ts  are  tine  imost  oanstra iiin  1  mig .     Tte  average 
imnniber  corf  ilnssine  (taealtih  wirs'rts  iper  ^rsan  seryed  mqs  23    lim    IW?-  BttCF/A,    H^BObU 
tftlcdiicars  ^iiHH  inennibuiirse  lOHinly  idofr  servucss  toy  xsrttlf  Trsd  flttairee  (ttisaWh  Agenciies 
fHIIIH(j&sK     IFtertiiciipatlmig  HHWA.S  iniest  (prtcrviide  skll  led  imur.slirag   and  at  Heast  tnnne  outiter 
Hnoree  iioeattfh  servitce.     HHHiiAs  must  imeet  all  federal,   :Sta<t£„  auEJ    liocal    1  itcsasuure 
annpd  caertt'l^iicsititaBin  TsapiiTsmsints. 

liim  FY  n^T^:,  mtadiicare  ifaainie  jkealtrh  sxipand  itiures  tcotaled  $$2(0  uniillilnain,  2  t^rLunwt 
vagf  Hsoftal  fMsdiicar>e  ewpeind  Ituunes .  IEHHDFA,    1<^IDibl     ffietMesn  "Fff  J6  amd  W  1^  tsittain 
Jlwans'llilts  iintcTasasaed  i&2.  ffoerncsBnt^ 

ItiitBEliicaud  ailso  ^fuands  nnsdiically  oBTifeBiiTlsd  thome  itealtth  scrvitces  Utor  itite  ^sd  and 
flSirsabled  tpa©r.      States  rhave  c:0nsid!erable  fdiscrstifaBm    tin  aihiiimlstErltng  titte 
iWad !i:caii(d  jproDgTam.     fterefone,  ihcime  itealtih  servtkces  ^var^y  "frnoin  State  tio  Starte. 
vAl  1   .'Stat&ss  mui^  tpmoviiole  Itite  1iiiDl1llaiNwiin|g  thorae  iheallltih  tioeBneff  Its':     nuirs^fiag  SBro/aosSn 
lliuiiue  itasaltth  alflde  assistance,  ^mediitcal   supp  1  ie:s ,  e^l'|!iiitsnt ,  and  app^  iancfis. 
mtaeae  serviicses  rmay  doe  isiubjfict    to  .State- ihnfMcsad  re-str 'tct  lianuB  siuoh  as  ^vislt 
woU  rmennthMurjieiiiteiiit   1  inn  rts  and  ipr  iinDr  ailtthorr  1:^at iiann  avff  3Brv  iissss-.     fm^^^^^y  ikurauL 
itrt«e  mfttiaxn  (orf  croxser  itng  rother  itTorae  fheattiti  serrvrroses  surdti  as  jfihysircal  ,  BcaapB- 
tiionnal ,  and  s|n^sctt)  tiherap  ites ,  !m3sdikcal   stncial   3errvrEoss^  and  jpersomal   j::Bre 
■ssvyiixass.     mhe  Amw  gaweenniiing  ttnmie  cars   is  ^^ss  rrestbriicttii^ne  tunter  fMsditcaSod 
'tikiBf!  imder  fitted  licare.     Twr  sxanpls,  a  ipcrssm  msBd  mot  itae  thontsboand  aor  Tsoqu'iTs 


Services  are   provided   by  home  health   agencies  that   qualify  to   participate 
under   Medicare.       In    areas   where  a   qualified    home   health    agency    is    unavailable, 
services  may  be   provided   by  a   licensed    registered    nurse.      Each   State  must 
provide    home   health    to   any   person   eligible   for   skilled   nursing  care    if   home 
care   was   prescribed   by  a   physician.      Persons  may  be  eligible    if  their    income 
and   assets   are  below   State-established   levels.      In  3^  States,    persons  with 
higher    incomes  may  also  become  eligible    if  their  medical    expenses  are   suffi- 
cient   to   reduce   their    incomes  below  the  State    standard. 

In   FY   1978.    Federal    and    State   home  health  expenditures  totaled  $211   million, 
1    percent  of   total    Medicaid  dollars.    [HCFA,    1980a]     Approximately  three- 
fourths  of  all    Medicaid    home  health  expenditures  were   spent    in   New  York  State. 

Personal   Care  Services 

Personal    care   services   refer    primarily  to   assistance  with  basic    activities  of 
daily   living.       It  may   also    include    some  other    supportive    services   such   as 
assistance    in   routine   household  chores.      States  may  pay  for   this  type  of  care 
in   a   recipient's    home   under   Medicaid    if   the    services   are   prescribed  by  a   physi- 
cian   in   accordance   with   a   plan  of  treatment   and    are   provided   by  an    individual 
who    is:    (1)    qualified,    (2)   supervised  by  a   registered   nurse,    and   (3)    not   a 
member   of  the   recipient's  family. 

Providers  may  be   self-employed    rather    than  being   employed   by  a  certified    home 
health   agency  or   the   State.      There   are  currently  disputes,    including  court 
challenges,   as  to  whether    such   providers  can   truly  be   self-employed    and,    if 
not,    who   employs   them — the   State  or   the  beneficiary.      The  outcome  of  this  dis- 
pute  has   ramifications    in   terms  of  applicability  of  the  minimun  wage.    Social 
Security  benefits,    unemployment    insurance,    and    so    forth,    all    of   which   would    add 
to   the  cost  of  the   service.      Another    significant    issue    is  whether   these   pro- 
viders  are,  or   can  be,    adequately  supervised. 

Medicaid   guidelines   specify  that,   to  be  reimbursable,   personal    care   services 
should    focus   primarily  on    health   needs   and   disabilities.       In   reality,  due   to 
vagueness    in   the  Medicaid    regulations,   personal    care   services   sometimes  go 
beyond    health   needs   to    include    services   similar    to   the    homemaker    and   chore 
services  discussed    next.      Fifteen  Medicaid   jurisdictions  cover    personal    care: 
District  of   Columbia,    Arkansas,    Massachusetts,    Michigan,    Minnesota,    Montana, 
Nebraska,   Nevada,   New  York,    New  Hampshire,   Texas,   Oklahoma,    South    Dakota, 
Wisconsin,    and   the  Northern   Mariana    Islands.      Exact   expenditures   are   not   avail- 
able  since  totals  are  often    included    in   home  health   figures. 

Title  XX  of   the   Social    Security   Act    also  covers    some   personal    care.      However, 
only  6  percent  of  all    Title  XX  funds  are   used    for    health   related    services, 
a  category   which    includes    personal    care,    and   only  25   percent  of  this   amount 
(1.5  percent  of  total    Title  XX  expenditures)    is   spent   for   aged    recipients. 
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[Turem,   et   al.,    1977,    P.    12]     Title    I  I  I    of  the   Older    Americans   Act  of    1965* 
funds    home  care   and   community-based    social    services    similar    to   those    available 
under   Title  XX.      The  only  eligibility  requirement    is   that   a   person   be   at    least 
60  years  old.      Title    III    expenditures    for    home    services    in  FY    1978  were  $17 
mil  1  ion. 


Homemaker   and  Chore  Services 

Homemaker   and   chore   services    include   laundry,    shopping,   errands,   house  cleaning, 
basic    financial   management,  minor    repairs,    and    yard   work.      They   are    intended    to 
sustain  elderly  persons    in   their   own   homes   and    avoid    premature    institutionaliza- 
tion.     Although    homemaker    services  vary    in    kind    and   quality,  most    homemaker s 
receive  basic   training    and   deliver    services   under    the   supervision  of   a  nurse, 
social    worker,  or  other    professional. 

Medicare  does  not  cover    homemaker    services.      Some  State  Medicaid    programs 
cover    homemaker    services    under   the    personal    care  option,   as  described    above. 
Title    I  II    of  the  Older   Americans   Act   authorizes   grants  to   States   for    services 
which  may    include    homemaker  care,    and   States  may   use  Title   XX   social    services 
grants   for    housekeeping,   homenaker,   and    home  management    services.      In    FY   1978 
planned    expenditures  (Federal    and   State)    for   Title   XX   home-based    services 
totalled  $481    mil  1  ion. 

Monitoring  Services 

Although  some  aged   or   disabled    persons  need   extensive    in-home  services,   others 
need   only  minimal   monitoring   such   as    fr  iendl  y  visit  ing ,   daily  telephone  calls, 
or    periodic    inquiries.     More   passive  monitoring    networks   also   exist    in   the 
forms  of   apartment  building   supervisors   and    emergency   alarm   systems. 

Most  monitoring    programs  are    initiated   by  volunteer   community  groups. 
Limited   public   funds   are    available   for    fr  iendl  y  vi  si  ti  ng    services,    telephone 
reassurance   services,    and    protective   services   under   Title    I  II    of  the   Older 
Americans    Act.      Protect  ives   services    for    adults   are   also   provided    to   a   limited 
extent   under   Title  XX  programs.      However,    precise   funding   estimates   are  not 
ava  i  1  ab  1  e . 


Home-Delivered  and  Congregate  Meals 

Home-delivered    and   congregate  meal    programs  both    provide  meals   for    the   elderly 
who  cannot    prepare   their   own  meals   at    home. 


Title    III    of  the   Older   Americans   Act   provides  grants   for   various   State   and 
community   programs  on    aging. 
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-HoHc-iiel  Ivered  wteal    iprograns ,  canBonl  y  cal  I'ed  '%iiea1  s-<m-^krfieel  s'" ,  liav£  been 
fjroyldlng  neals  Id  ttie   immdaommd   for   cimiit  25  lyears.     They  are  mast  often 
private  nanpirofit  organizations,  iisirally  ian<iier  tiae  aegis  of  a  churcf)  or 
civic  group.      Becaiase  of  tihe  large  daaaand   for   fMsie-del  ivered  meals,  nost 
jprogr^s  screen  applicants  to   identify  tiaose  t^o  are  truly  tiumebound  amsl 
exhibit  the  greatest  need.     IFumding   is  priraarllty  private,   altinoupi   sane 
■onies  are  available  under  Title  XX.  of  tiae  Bicaail    Security  Act  and  sone 
prograos  rei^ive  grant  SEupport   under  Title   IIH   of  tiae  Older  iJUnericans  Itct. 

Soiagregate  mi^ls  are  ^rved    m  conmaanal    Socations  :saflcli  ^s  floDJusIaBg  projects, 
senior  centers,  i:dniiarc4ies<,  and  scliools^      Utaier  Tatie   1  Ull   ruHes,   all    persons 
a|ed  6SD  or  above  Miho  caomot  provide  naeals  for  titsranselves  are  eligible.     'Ms 
MiHt-h  ^^bBeals-oa?i-«(iieels''%  reclplerats  .(Donatr  aibaatte  1t2o««afd  tiae  cost  (of  ±liieiiBeall 
Tf  tliey  are  able, 

3otih  iuBiBe-iiel  ivered  aiod  ooiii^regate  pricmiranis  provide  Ibemeif Its  ibeij^onnd  innatrlltloBnl 
raeals,  siiBotn  as  socilal  comitact  anxH    limfcxniKrtiiaan  and  refefrraH    Id  otHaer  itealtfi 
-and  sDciial    serviices^      iim  F¥  1<!i@ID,,  $3'^ J  imlil  il  lioim   iim  Federal    fiionds  wetTie  ^Ultafttbed 
for  Tfitle  JMMI  imiiiitrFitiKanii  prop'ancs^  fboti)  (oomgrj^pile  anitl  Hmane-del  nvered,     %ipnaKi— 
^mateHy  1IS7-5  ^^1 1  uioiim  insa]I:s  «uere  served  tra  J2.S  rniiilll  Sasm  persistras — ^abooitt  B  ^parasBiat 
a*r  tHae  eilderlly- 

miMiltMsey  Dare 

JdtauUlt  slla^y  szsrs  prograns  stable  sraine  perscxms  tcD  r^iiotte  att  ftaonne  and  IbD  imaiinnttaiiiB 
tdfaelir  sioc^al  tik^  inn  ttHne  cjomnauntt^,  Tifcie^  also  emoaxuirape  faniilliies  to  scsms  1Smr 
slolteFrily  jdeqBBiBOtenifts  ibvy  ^jsroo^ildiinns  mel  uef  IfitaBin  iblne  tboarden  os^  raninsStsnnt  xoaiTS. 

Se?rvrKceS:,  staff  Intg,  size,  miad  afFf  IHiiatfiaDnn  ^nfsty  «vi!aiiely,  atttkoDuagi)  imo^  frasgrjams 
^Ht^rtvynde  luimcih,  general   Fiiieir sling ,  amd  persomaH   Hnf^rEsns^      ihn  .s^TitsBm^  sqaecrtaH 
dTiedis,  drietary  u::coicin^l  inng^  ps'il^Qa^riattr  tic  ^er^viisses.^  prbN^^iKcaU  ,  jsoocranpat  iiaimal ,  amd 
:sfpeecth  ttteTapires^  ansil   iLr'^cisspsTtatiitDnn  nnay  tbe  avail  1atblbe<»     lUksre  are  irffmiui'iUKX  nnidte1l)<|j' 
~^SSB  ^adiGiUtt  oUa^y  mmrs  proograns  iiim  tJlbe  tlil.  S. 

Iteicnibiiirssmsmt  ifior  sta^  x:are  servtasss  lis  ITninttlsBd,.    IFtEmids  are  a»/ailll3ib1le  Ifcnoin  Hlhlilhe 
\\l\i\  (BFf  ttftae  BMssr  t^hrsr fccains  Jet.     ffltenney  Trs  also  available  frtom  TiittHe  WSL     Wmt- 
«v«r,  Ikpss  tihan   1  pencsiid:  ©f  tibe  Tittle  /KX  fuuiids  extended  flaor  (day  care  ane  urasd 
ib>y  aged  reclpiifsitts  s^  ^lU  EScanllsmn  le^  al1«»  I^W^^  1P»  ItHCB     llm  aildjlttri8im«,  raiDin- 
^numity  oargan  Izat Isxns  ^tmvs  ^rmvMaaQ  fiund^iing  and  '^(^Ixinteer  l^taor^     l3jaSt£  fMBdiicataGl 
ilE^xigrans  ccan  "reriiniDuurae  nmsDiijEcsilly  (orr  ierrted  flday  x:aiie  s^crnogrants^     ^^ressn^il^  tttliBis 
are  i^uBpruttx  iimaQaen  y  Ml!)  TiittHe  ^1^  xarttilffried  aitay  ccare  iprmigranis  rim  siiogittt 
Btailses.. 


-S222- 


IV.      PROBLEMS   OF    THE    CURRENT    LONG   TERM    CARE    SYSTEM 

The    present    long    term  care   system   suffers    from   problems  of  cost,    accessi- 
bility,   and    quality  of   services: 

o      Cost;      National    expenditures  on   long    term   care   are   rising    rapidly.      The 
increasing    nunber   of   elderly   will    generate   further    large    increases    in   the 
future. 

o     Access;      Despite   rising    expenditures,   access  to    services    is    inadequate. 

Nursing    home  discrimination    against    severely  disabled    patients   and   Medicaid 
recipients    is  widespread.      Moreover,   the    financing    system   fosters   unneces- 
sary   institutionalization.      To   the   extent   that   non  inst  itut  ional    services 
and    housing    arrangements   are  available,   they  are  often    fragmented,   each 
with   a  different   funding    source   and    eligibility   standard. 

o     Qual  ityt      Although  the   quality  of  care    in   nursing    homes   has    improved 
in   recent    years,    in    some    homes    it    is  only   poor  or    fair. 

A.      RAPIDLY   RISING   PUBLIC    AND   PRIVATE   COSTS 

Much  of   the   attention    to    long    term  care    is  generated   by  rising    expenditures. 
The  Congressional    Budget   Office  (CBO)   has  estimated    that   total    national 
spending  on    long    term  care   was  between  $l8.1    and   $20.4   billion    in   FY    1976.* 
[CBO,    1977a.   Table   1,    p. 12]     The    increase    in   nursing    home  expenditures 
has  been    particulary  rapid,    rising    from  $7*2   billion    in    1973    to   over   $17*8 
billion    in    1979*    [See  Table    MI-1]     Between    1973    and    1979.    nursing    home  expendi- 
tures grew   148   percent,  compared   with   an    increase    in   the  consuner    price    index 
(CPl)  of  64   percent   and    a  growth    in   the  gross   national    product   (GNP)  of  8I 
percent.       In    1979   nursing    home  care   was   the   fastest  growing  component  of    per- 
sonal   health  care  expenditures. 

Escalating  Public  Expenditures 

This  escalation  of  nursing    home  costs    is   reflected    in   Federal    and    State  bud- 
gets.     Total    public    expenditures  on   nursing    home  care    increased    from  $3.6   bil- 
lion   in    1973   to  $10.1    billion    in    1979.    [See  Table    I  I  1-1]     This  expenditure 
growth    is  a   function   of  both    increases    in   the  cost    per  day  and    in   the   ninber 
of  days   used.      For    homes  certified    to   participate    in  Medicare   and   Medicaid, 
per   diem  costs  between    1973   and  1977    increased  55.2   percent,    50   percent    faster 


This  estimate    includes  both   public    and    private    spending    for    all    long    term 
care    services,    institutional    and    noninstitut  ional  ,    for   the   elderly,    the 
physically  handicapped,   the  mentally   ill,   the  mentally  retarded    and 
alcoholics.      Thus,   the  CBO  estimate    is  based  on   a    population    somewhat 
broader   than   we   are  considering    in   this   paper. 
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than   the   CPI .    [Fox   and   Clauser,    I98O]     The   number  of  residents    increased  21.1 
percent,  compared    to   a    12.7   percent  growth    in   the   elderly  (over    age  65)    popi>- 
lation.    [NCHS,    NNHSCig?'*);    NCHS,    1979;    Census,    1978a]     As   the   population   ages, 
a   proportionately   smaller   working    population   will    have    to   shoulder    an   ever 
increasing    tax   burden   to   pay  for   these   services. 

Catastrophic  Cost  of  Private  Care 

Private  expenditures   for    long    term   care  are  the    leading   cause  of  catastrophic 
health   expenditures.    [CBO,    1977b]     Almost    half  of  the    individuals    in   I974 
with   health  expenditures  exceeding  $5,000  were    institutionalized    in    long   term 
care    facilities.      While  most   nursing    home  residents   are   Medicaid   recipients, 
almost    half  are  not.      In    FY   76,    according    to   Congressional    Budget  Office  esti- 
mates,  38-44   percent  of  the    total    cost  of   long    term  care    services   was    paid 
directly  by  consumers.    [CBO,    1977a.    Table   1,    p.    12]     Private   payments  have 
been   approximately  43   percent  of   total    nursing    home   expenditures   over   the 
last    few  years.    [Table    I  I  1-2]      In    1979.   direct  out-of-pocket  expenditures 
accounted    for  virtually   all    private    payments;    insurance    payments   and   charitable 
contributions  accounted    for  only  about   3  percent  of   all    expenditures.      The 
financial    burden    is  especially  great    for   spouses.       In    1975.    spouses  contri- 
buted   an   average  of  $2,025   per    year    for   the  cost  of    institutional    care,  mostly 
in   nursing    homes,    although  their    average   annual    income   was  only   $7,890. 
[Census,    1978b,   tables    111-211    and    111-212] 

These  burdens  occur  despite   the    availability  of   Medicaid   because,    to  establish 
eligibility,    individuals  must    first    impoverish   themselves.      According    to   the 
Congressional    Budget  Office,   47.5   percent  of  nursing    home    patients   whose  costs 
were   paid   by  Medicaid    in    1974  were  not    initially  poor  by  State  definitions 
but  depleted   their    resources   and    qualified    as  "medically  needy".    [CBO,    1977a. 
p.   24]      In    addition   to   all    but   exhausting    their    assets,   Medicaid    recipients 
who   are    institutionalized  must  devote    all    their    income    above   a   small    personal 
needs  allowance   to   help  pay  for   the  costs  of  their   care.      If   the  cost   of  nurs- 
ing   home  care  outpaces  growth    in   the    income  of   the   elderly,   we  can    anticipate 
that   pr  ivate-pay  nursing    home  residents   will    exhaust   their   resources  and   con- 
vert   to  Medicaid   at   a   faster    rate    in   the   future. 


Future  Growth    in  Demand   and  Costs 

If  the   expenditure    increases    in   recent   years  have  been    large,   the   future 
demand    for    long    term  care  could   be  dramatically  greater.       If    present    utiliza- 
tion  rates  continue,   the   total    nursing    home  population   will    rise  54   percent 
over    the  next   20   years   and   will   more   than  double  over   the  next  50.    [See 
Figure    11-2]     This   forecast   does  not    include  the   possible    impact  of  other 
trends,    which  may  reduce   the   availability  of    informal    care   ar^    increase 
the  need    for    formal    services.      Furthermore,   due   to   the  overall    aging   of  the 
population,    the  need    for    long   term  care    services  may  grow   significantly 
faster    than   government   tax    revenues,   thus  making    it  even  more  difficult 
for  goverrwient    to  maintain    services. 
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Some  of  the    increases  over   the   last   decade    in   reported   expenditures   for    long 
term  care  may  be   an    artifact   of  our    system   of   national    accounts.      The  Gross 
National    Product  measures  only  the   financial    value   of  market   transactions. 
It  does   not   reflect    the  value   of    informal,    unpaid   care  given   by   family  members, 
which  may  have  decreased   over    the    last   ten    years.      Such  care  becomes   part  of 
the   GNP  only   when   a    financial    transaction    has  occurred.      Thus,    it  may  be   that 
total    societal    resources  devoted    to    long    term   care   have  not    increased    as 
rapidly  as   the  measurable  dollar    figures    indicate.      Nevertheless,    the    total 
burden   of   long    term   care,   whether    provided    formally  or    informally,    is  certain 
to    increase    in   the   future. 


B.      LIMITED   ACCESS   TO   SERVICES 

Bias  Toward    Institutional    and  Skilled  Medical   Care 

Current   public    programs  provide  much  greater    support   for    institutional    care 
than    for   community   services.      CBO  estimates   that    in   FY    76    nursing    home    services 
accounted    for   over  90   percent   of   all    public    long    term   care  expenditures.    [CBO, 
1977a.    Table  5.    p.    1^]     Numerous   studies,   discussed    in   Chapter    V,    indicate   that 
a   substantial    proportion  of  nursing    home  patients  could   be  maintained    at   home 
or    in  other    non  inst  itut  ional    settings    if   support    services   were    available.      From 
the   perspective  of   humane   public    policy,    unnecessary   institutionalization    is 
unacceptable  because    it   subjects    individuals    to   the   regimentation,  medical  iza- 
tion  of    life,    loss  of   privacy,    and    lack  of  contact   with   the  outside  world    that 
is    unfortunately  common    in  most    institutional    settings. 

Medicaid  eligibility  criteria  are   a   primary  cause  of  this  bias.      It    is  easier 
to  obtain   Medicaid   benefits    in   a   nursing    home   than   at    home    for   two   reasons. 
First,    in    16   States,    the   elderly  and   disabled    living    in   the  community  cannot 
become   eligible    for   Medicaid,    no  matter    how  great   their  medical    or    long    term 
care  needs,    unless   their    income    is   so    low  that   they  are   receiving    public 
assistance.       In    almost    all    these   States,    however,    persons   with    somewhat    higher 
income  who   are   not  on   public    assistance  can   become  eligible   for   Medicaid    if 
they   reside    in   a   nursing    home.      Thus,   a    person  may   qualify   financially   for 
Medicaid    nursing    home  benefits   but   not   for    home  health   benefits. 

In   the  other  3^   States,    persons   not  on  cash   assistance  can   receive   Medicaid, 
but   only    if   their   medical    expenses   are    large   enough  to    reduce   their    remaining 
income  below   the   Medicaid    eligibility   standard.      Usually  these    standards    are 
quite    low;    in   only   10   States   are   they  more   than   75    percent   of   the   national 
poverty   level.      Thus,    while    persons   needing    long    term  care  can   become   eligible 
for    home  health   care   under   Medicaid,    they  may  not    have   enough    Income   left    to 
meet   routine   nonmedical    needs. 

Second,    spouses   and    parents   are   held    financially  responsible    for   Medicaid 
patients  only   when   they   live    in    the    same    household.       If   the   Medicaid    applicant 
is    institutionalized,   current   policy  does   not    Impose   any  financial    liability 
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on   the   noninst itut ional ized    spouse  or    parent.      Conversely,   when   the    institu- 
tionalized   person    has   significant    income,  current    policy   allows   some    income 
to  be   set   aside   for    support  of  the   spouse  or    family.      However,   the   amounts 
allowed    are   limited    to   public   assistance   levels   and  may  not  be   adequate   to 
maintain   a  household.      Thus,   current   practice  may  force  the   noninst  itut  ional- 
ized   spouse    to   enter    an    institution   as   well. 

The   predominance  of  medical    care  financing   programs    is   another    significant 
source  of    institutional    bias.      Medicaid    has    largely   shaped   the   long   term  care 
delivery  system   because   as   an  open-ended   entitlement   program    it   provides  the 
richest    source  of   funding.      By  contrast,    social    service   programs   are  closed- 
ended   grants   where   funding    has  not    increased    as   rapidly  as  the  medical    entitle- 
ment   programs.      Funding    for   the   range  of    housing    alternatives,  or    protected 
living   environments,    is  even  more   limited. 

As    programs  established    to    pay   for    health  care    services.    Medicare   and   Medicaid 
rely  on   the  medical    model    of  care.      Thus,   the   focus    is  on    services  that   phy- 
sicians  and   nurses    provide,   even   though  many  chronically  disabled    persons  do 
not   need   that    kind   of  skilled  care.      Basic    supportive   services — such   as  meal 
preparation,    laundry,    and    housekeeping — are   reimbursed    if  they  are   provided 
in   a  nursing    home  or    hospital,   but   not    in   the   home.      To   the  extent   that   States 
have   had   the  option    under   Medicaid    to   finance   less  medically  oriented    services 
(e.g.,    personal    care),    relatively  few  have  done   so.      Policymakers  have  been 
reluctant    to    abandon   the  medical   model    because  of    its    usefulness   as   a  budget- 
ary control   mechanism.      Since  the   potential    unmet   need    is   so    large,  many  fear 
that    expenditures   would    increase  dramatically    if   Medicaid   or   Medicare    paid 
for    supportive  nonmedical    services. 

Discrimination  Against  Medicaid   and  Heavy  Care  Patients 

Despite   the  bias  of  current   funding    programs  toward    nursing    home  care, 
Medicaid    recipients   and    severely  disabled    patients   have  difficulty  obtaining 
nursing    home  placements.      Given   the   shortage  of  nursing    home  services   for 
public    pay   patients,   nursing    homes   are    able   to  give   preference    to   private   pay 
and   "light  care"   patients.      As   a   result,  many  areas  of  the  country  experience 
backlogs  of    patients    in    acute   hospitals   who  only  need   nursing    home  care. 
Whether    significant  cost   savings  could   be  achieved   by  transferring    patients 
from   hospitals    to   nursing    homes    is   not  clear,  but   reducing    hospital    backup    is 
a  major  goal    of   State  Medicaid    agencies   and   the   PSROs.    [Vladeck,    I98O] 

Geographic  Variability    in  Access  to  Service 

The   availability  of   long   term  care   services  varies  greatly,    both   among    and  within 
States,   raising   questions  of  equity.      The  nursing    home  bed   supply  varies   from 
23.9  beds  per    thousand   elderly   in   Florida  to   II8.5  beds  per   thousand   elderly   in 
Nebraska.    [OHRST,    I98O]     Most  variations    In   resources  do  not  appear   to  be  related 
to  variations    in   need.    [Scanlon,    I98O] 
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Mttmugh  all    States  roust  cover   hone  health  services  inder  Medicaid,   the  extent 
of  coverage  varies   widely.      For   exaaple,   at   least   fifteen   States   limit  the  nimt- 
bjer  of  visits  or   hours  of  service  that  a  recipient  may  receive.   CLeuhrs,    19773 
New  York   State  alone  accounts   for  over  75   percent  of  all    Medicaid    hcne  health 
expenditures,   and   even   inder  Medicare  there   is  a  six— fold  variation    in  expendi- 
tures  per  beneficiary  by   State.      Funding   for   non institutional    services  through 
Title:  XX  and   the  Older   Americans  Act  permits  the  States  even  more  discretion 
thair  does.  Medicaid. 


MiiJtiplicity  of  Programs 

Although  the   public   financing   of  nursing    homes    is  dominated   by  Medicaid,   non- 
institutional    long   term  care   services   are  funded  by  multiple   programs   and 
agencies  at  the   Federal,    State,   and    local    levels,  with  no   single  agency  having 
overall    responsibility   for   long   term  care. 

Several    programs  finance  alternatives  to   nursing    home  care   for   the  elderly. 
CShea,    19773     There   is   some  overlap    In   these  types  of   services,    and   each    pro- 
gram has    its  own    leg  i  si  at  ivel  y  mandated   eligibility  requirements,   benefit   pack— 
age>    provider    participation   restrictions,    acfcninistrat ive   structures,    and   ser- 
vice del  i  very  mechan  ism.      At  every  level    of  government,   each   program   tends  to: 
operate   fairly    independently  of  the  others.      Furthermore,   no   single   agency  or 
organization    is  assigned   responsibility  for  coordinating   the  care  of  the   indi- 
vidual   recipient.      As   a  result,   the  disabled   elderly   face   a  complicated    and 
confusing    service  system    in   which    it    is  difficult  to  coordinate   a  comprehensive 
package  of  non  institutional    services. 


Unmet  Needs 

Uhder  current  programs,  many  people  who  require  some  form  of  long   term— parti- 
cularly non  institutional — care  do   not   receive   services.      The  ne*^    for    formal, 
government-sponsored    services    is   particularly  difficult   to  measure  because   the 
availability  arxl   willingness  of   family  and    friends    to   provide    informal    care, 
has  not  been   accurately  gauged.      The   following   estimates   suggest   the  order 
of  magnitude  of  the   unmet  need. 

o      In    1978,    an   HEW  Task   Force  estimated    that   3-6  to  7.8  million  disabled 
adults  received   no   formal    long   term  care   services,    although   evidence 
suggested    that  many  received   care   from   family  or    friends.   [HEW,    19/8, 
Appendix  10,    Table  1] 

o     k:k  million   persons   suffer    some  activity   limitation   and    live  alone. 
[NCHS,    NHIS(1977)»    unpublished]     How  many  need    services   and    how  many 
currently  receive  formal    services    is   unknown. 

o     Almost   1.6  million   non  institutional  ized    persons  need   assistance    In  basic 
activities   such   as  bathing,   dressing,   eating,    and   going    to   the   toilet. 
However,  depending  on   the   activity,    88.4   to  96.5   percent   report   that   they 
do   receive  the  needed    assistance  most  of  the   time.    [NCHS,    NHIS(1977)t 
unpublished;    NCHS.    I978,    table  23] 
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o     Of  persons  needing    assistance   In   at   least  one  of  the   activities  of  daily 
living,    166,000    live   alone   and  51,000  more   live  with  nonrelatlves.   [NCHS, 
NHIS(1977).   unpublished] 

Those  who  need   formal    long   term  care  are  a  subset  of  those  who   are  "disabled" 
or   who  suffer    activity  limitatloni   the  vast  bull<  of  non Institutional    long 
term  care   Is  provided  by  family  and   friends.      If  the  availability  of  family 
members  or   their   willingness   to   provide  care  declines    In  the  future,  the  need 
for   formal    long   term  care   services  will    escalate.      Estimates  that  over  one 
million    persons  currently  need  but  do  not  receive   services   seem  plausible, 
but   arguments  can   also  be  made  for   a  lower  number.      If  this  estimate    is  accur- 
ate,  then  the   unmet  need   approximately  equals  the  nunber  of   people    In  nursing 
homes. 


C.      POOR   QUALITY  OF    LONG  TERM   CARE   SERVICES 

Over   the   past  three  decades,  there   have  been  recurrent    scandals  concerning 
the   quality  of  nursing   home  care.      [Markus,   1972|    Senate,   \37^i    N.Y.S. 
Morel  and  Act   Commission,    1975;   Vladeck,    I98O.]      Impressionistic   evidence  sug- 
gests that   regulatory  initiatives  by  Federal    and   State  governments  have   Im- 
proved  the  quality  of  care    In  nursing   homes    In  recent   years.      Considerably 
less    Is   known   about  the   quality  of  noninstitutional    services  delivered    In  the 
patient's   home.      However,   the  very  fact  that  a   patient    Is  not  a   potential 
"hostage"    In   an    institution   should  mitigate   some  problems.     On   the  other   hand, 
the   process  of  regulating   quality   is  more  difficult    in  community  than    In 
institutional    settings  because  of  the  decentralization  of  the  delivery  system. 
Problems  with   fair   and   poor   quality  facilities    include  the   followlngi 

F  ire  Safety 

Impressive  strides  have  been  made   in  this  area.      HCFA's  certification   stan- 
dards  substantially  assure  that  buildings   are  not   fire   traps.      Group  fires 
(in   which  three  or  more  residents  perish)    have  been    increasingly  rare   In  re- 
cent  years;   none   has  been   reported    in   Federally  regulated    homes   since   1976. 
Indeed,   the  Federal    government    is  now  sometimes  criticized   for  overemphasizing 
fire   safety.      In  contrast,   there   have  been  group  fires    in   personal   care   and 
boarding   homes  that  are  subject  only  to   local    enforcement.      Local    authorities, 
anxious   to   preserve  needed    local    facilities,  may   in   some    Instances  be  lax    In 
enforcing   the   fire  codes. 

Recruitment,   Retention,    and  Training  of  Staff 

This   without    question    Is  one  of  the  most   serious   problems.      Nurse's  aides,  who 
are  the    individuals  most  directly  responsible   for    patient  care,   are  hard   to 
find    and    harder   to   keep.      In  many  cases,   aides  are    inadequately  trained.      An 
estimated  25   percent  of   all    available   positions   are  vacant  at   any  one   time; 
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annual    turnover   estimates   for   aides   run    as   high  as   75   percent   annually.      Most 
aides   are    paid   only  the  minimum  wage,   thus   adding    to   the   retention    problem. 
Under    these  conditions,  mandated    pre-employment   training    is  clearly   impracti- 
cal,   yet   this  very   lack  of   training  contributes    to    poor    performance   and   job 
dissati  sfaction. 

The   severe  nursing    shortage   faced   by  many  hospitals  has   adversely  affected    long- 
term  care    facilities,    which  most   nurses  consider   a    secondary   labor  market. 
[Koetting,    1979]     Given   a  choice,  most   nurses   would    rather   work   in    hospitals. 
Also   attractive    to   nurses   are   the   higher    salaries   and  more   flexible   working 
conditions  of  nursing   "pool"    agencies. 


Physician  Abandonment 

Physicians,   who  could    have  a   substantial    impact  on   nursing    home  care,   are 
conspicuous  by  their    absence.      Physicians  bitterly   protest    Medicare   and 
Medicaid    regulations  which   require  minimum  visits  on   a   fixed    schedule  coupled 
with    utilization    screens   which  make   reimbursement   difficult    for    any  doctor 
who   visits   a  nursing    home  patient  many  more   times   than    the   required  minimum. 
[Willemain,    I98O]      Institutions  complain    about  being    held    accountable    for 
visits  by  physicians   whom   they  cannot  control.      At   the    same  time,   consumer 
groups  object    to   any  reduction    in   the   nunber   of  required    physician  visits 
as  a  weakening   of  standards.      All    parties   seem   to   agree,   however,   that   very 
sick  and  medically  ccmplec    patients  get    less   than    ideal    care.      Enhancing 
geriatric    training   of   physicians   and    use  of  nursing    homes   as   part  of  the 
mainstream  of  medical    education  may   ameliorate   the   situation    in   the   long 
run.      Conceivably,    physician   assistants   and    nurse   practitioners  may  be   able 
to   partially  substitute    for    physicians. 


Overmedicat ion 

When  staff  is  scarce  and  physicians  absent,  the  use  of  potent  tranquilizers 
as  invisible  restraints  is  an  easy  management  solution.  HCFA's  current  re- 
quirement for  monthly  drug  reviews  by  a  pharmacist  may  be  effective  in  some 
settir'ys  but  is  problematic  where  the  reviewing  pharmacist  is  also  the  drug 
supplier.  [GAO,  I98O]  To  date,  the  major  HCFA  efforts  in  this  area  have 
been  educational.  This  is  one  area  in  which  physician  peer  review  may  foster 
improvements. 


The  Human  Element 

Lack  of   privacy,    inadequate  visiting    hours,   no   place   to    keep  treasured  mementos, 
and   rigid    and    arbitrary   schedules   are  common    problems.      Nursing    home   residents 
share  with   prisoners   and    soldiers  the    inevitable  discomforts  of  the   regimentation 
that  characterizes    large    institutions.      Certain    areas  can  be    improved:    allowing 
personal    pictures  on   the   wall    does  not   seem   extraordinarily  difficult,    and   better 
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visiting  hours  should  be  reason^  1y  easy  to  arrange.     However,    institutions   arer 
Institutions*   and  those  who  reside   in  niorsing   hones  will   continue  to  be  faced 
with  meals,  baths,  and  b&ltimes  that  are  est^lished   for  the  organization  as  as' 
whole  rather  than   for  one    individual. 


Care  of  the  Mental! y  1 11 

Over  the  past  decade,  many  States  have  transferred  chronicall  y  moital  1y  ill 
patients   fron  mental    hospitals   to  nursing   homes.   CBassuk  and  Gerson,    197B; 
New  York  State  Morel  and  Act  Commission,   197^3     Although  such  placement  may 
be  quite  reasonable   for   the    individual    patient,   large  nunbers  of  these  pa- 
tients may  prove  very  difficult  for  existing    institutions  to  absorb.     Many  of 
these  patients  have  histories  of   lifelong    institutionalization   with  resulting 
bizarre  behavior   patterns.     A  large  proportion  of  them    in   a  single   institution 
can  create  the   feeling  of  a  mental    hospital,  making  the  establishment  of  a 
normal    home-like  atmosphere  for  the  mentally  competent  elderly  difficult. 
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v.      KEY   POLICY   RESEARCH    QUESTIONS    SURROUNDING 
THE    EXPANSION    OF    NON I NSTITUT lONAL    SERVICES 


INTRODUCTION 

A  consistent   theme   in   policy  deliberations  on    long    term  care   reform    is  the 
desirability  of   expanding    in-home   and  community-based    services.      Several 
governmental    and    independent   publications  doctnent   the    lack  of   funding    for 
noninstitut  ional    services   and   the    problems   this  creates:      inappropriate 
institutionalization,    inadequate  care   for   the  disabled    in   the  community, 
heavy  burdens  on   the    family,    and    excessive   public    expenditures.      They 
often  call    attention   to   a  corresponding   benefit   that   allegedly  would    flow 
from  broad  coverage:      substitution   of  community  care   for    institutional    care 
with  concomitant   savings   in   public   expenditures.    [See,   e.g.,    LaVor ,    1977? 
Abdellah,    1978] 

However,  much  of  the  debate   has    insufficiently  recognized   existing    research 
findings   and    has   at   times  glossed   over  difficult  choices   which  must  be  made. 
Important   to   resolve  before  discussing   options   for    long    term  care   reform 
are   the   following    policy-relevant   research   questions: 

o      Is   there  a   shortage  of  nursing    home  beds  and   what   are    its  consequences? 

o     What    percentage  of  current   nursing    home   residents  could   be  cared    for    in 
the  community    if  services  were   available? 

o     Can  currently   available   preadmission    screening    and    assessment  mechanisms 
identify  high  risk  populations    in   need   of   services   and   delay  or    prevent 
institutional  izat  ion? 

o     Can  case  management  overcome  system   fragmentation   and    assure  cost-effective 
use  of   long    term  care    services? 

o     Would   expanded    noninstitut  ional    services   supplement   rather    than    supplant 
present    informal    family/friends  care? 

o     What   are  the  costs   and   benefits  of  expanding    in-home  and   community-based 
services? 
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A.       IS   THERE   A   SHORTAGE   OF    NURSING   HOME   BEDS   AND  WHAT  ARE    ITS   CONSEQUENCES? 


Summary  of  Findingsi 

o     There    is   a   shortage  of  nursing    home  beds   in    parts  of  the 
country    in   that    some    people   who    seek  (demand)    nursing 
home  care   are   unable  to  gain   admission. 

o     The   shortage   has  been  demonstrated    for   Medicaid    patients. 
Less    is   known   about   the   potential    effects  on  Medicare 
patients.      There  does  not   seen   to  be  a   shortage  of  beds 
for   private   pay  patients. 

o     The   shortage   likely  exacerbates  the   problan  of  placing 
heavy  care    patients  backed-up    In    hospitals   and  may   have 

deleterious  effects  on   the   quality  of  care    in    some  homes 


The  bed    shortage  concept  can  be  defined    in   either  of  two  ways.      The  economic 
definition  defines   a  bed    shortage    to   exist   when   the  nunber   of    people  who 
seek  (demand)    nursing    home  admission   at   the   available   price  exceeds  the 
supply  of  beds.      Alternatively,   the    planning  definition   asserts   a  bed 
shortage  exists   when   the  number   of  persons  who  could   be  objectively  deter- 
mined   to  need    nursing    home  care   are    unable    to  obtain    It.      This   section 
will    focus  on   the  existence   and   consequences  of  an  economic    shortage  due   to 
excess  demand.      The  next    section  discusses   the  b^    shortage  relative    to 
need-based   definitions. 


Evidence  of  a  Shortage  Due  to  Excess  Demand 

Evidence  of  a  bed    shortage  relative  to  denand   comes   from   two   sources? 
(1)    analytical    studies  of  cross-State  variation    In   nursing    home    utilization 
and    (2)    reports  of  hospital    back-up   among    public    pay  and    heavy-care   patients 
awaiting   nursing    home   placement.      An   analytical    study  by   Scanlon    found   that 
nursing    home  utilization   has  been  constrained    in    some  States  by  the  nonavail- 
ability of   nursing    home  beds,   after  controlling    for    factors  that    Influence 
demand.    [Scanlon,    I98O]     However,  variation    In  capacity  was  also   found 
not    to   affect    utilization  by   private   pay   patients.       In   this   study,    which 
did    not    Include  Medicare   supported    patients,   the   principal    impact  of  a 
constrained   nursing    home  bed   supply  appeared    to  be  reduced    utilization 
by  Medicaid    supported    patients. 

Scanlon' s  analysis   used   data   from   the   period    1969   to   1973»      However,   the 
shortage  relative    to  demand    probably   persists,   as   the  growth    In   the  nunber  of 
nursing    home  beds   since  then   has  not   kept    pace  with   the  growth  of  the   potential 
user    population.      Between    1973   and   1977t   the   nursing    home  bed   supply    increased 
5.6  percent  compared    to   a   12.7  percent    increase    In   the   population  over  65. 
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One   possible  explanation   for   the   shortage    is  that  more  Medicaid   ellglbles  want 
nursing    home  care  than   States   are   willing    to   support.      Although    States  could 
reduce  nursing    home    income  standards  to  control    the   number   of  people   seeking 
care.    States   have    avoided    using    eligibility   policies   as   a  means    to  control 
expenditures.      instead,   they  have  restricted    the   supply  of  nursing    home  beds 
through   reimbursement   and  certif icate-of-need    policies.    [Feder    and   Scanlon, 
1980]     Also,  many  States  have  used   Medicaid    to   finance   some  nursing    home  care 
for   the  mentally    ill    and  mentally  retarded   who   were    formerly    in   large   State 
institutions.      Further,  most    State  Medicaid    programs  provide  only  limited 
support    for    long   term  care    services  other   than   nursing    homes.      As   a  result, 
in  many  areas  of  the  country  there   are  too   few  nursing    home  beds  to    satisfy 
the  demand    for  care. 

Less    is   known    about   how  Medicar-e   patients'    access  to   nursing    homes    is   affected 
by  a   shortage.      Considerable  variation   exists   across   States    in   the   proportion 
of  skilled    nursing    facilities   participating    in   the  Medicare   program   and    in 
the  nunber   of   Medicare-certified   skilled   beds    per   thousand    elderly.      The 
nitfnber   of  Med  i  care- covered    stays    in   nursing    homes   and    the   number   of   Medicare 
days    per  beneficiary   also  vary   widely  across    States.      However,    systematic 
evidence  of  access   problems  for  Medicare  beneficiaries    is    limited    to    single 
State    studies.      [See,   e.g..    New  York   Statewide   PSR   Council,    Inc.,    I98O.] 

More   recent  evidence  of  the  bed    shortage  comes   from   data  on   public    pay  pa- 
tients  who   remain    in   a   hospital    because   a  nursing    home  bed    is    unavailable. 
The   size   and    seriousness  of  the   hospital    back-up   problem   varies  greatly  across 
States.      PSRO  data    indicate    it    is  most  concentrated    in   the   Northeast   and    in 
California.    [Taylor,    1979]     A   nationwide   study  of   PSROs  conducted   on   a  single 
day   (September  A,    I98O)    reported  6.6   percent  of   Medicare   and  8.1    percent  of 
Medicaid    patients    in   hospitals  were   awaiting    nursing    home  placement.      However, 
the    implications  of  these   statistics    for   the  bed   supply   are   unclear,  because 
we  do  not   know  how  much  of  this  backup    is  due   to   (  1 )    the   normal    time   lag 
associated   with  discharging   and    transferring    patients,    (2)    unavailability  of 
beds,  or   (3)    patient  discrimination  by  nursing    home  operators. 

Implications  of  a  Shortage  Relative  to  Demand 

A   shortage  of  beds  enables  nursing    home  operators  to  choose   among    potential    pa- 
tients  and    still    keep  occupancy  at  desired    levels.      One  consequence,   therefore, 
is  that   some  patients   seeking    admission  may  be  discriminated    against.      These 
patients   are  most    likely   to  be   public,   as  opposed    to    private,    pay   patients, 
because   payment    levels  are   lower,   and    patients   with   the   heaviest   care  needs, 
where   the    payment   rate    is   the   same   for    all    patients    in   the    facility.      The 
Massachusetts   Department  of   Public  Welfare   surveyed   20   hospitals  with   the 
highest    incidence  of  reimbursement    for    patients   awaiting    placement.    [Mas- 
sachusetts  Department  of   Public  Welfare,    19793     An   evaluation  of  the   reasons 
for    placement  delays    found   discrimination    against    Medicaid    patients    in  55 
percent  of  the  cases.      Officials    in   California  claim   persons   dependent    In 
all    6  ADL  functions   spend   considerably  more  days    in   the    hospital    awaiting 
placement   than   those  dependent    in   3   or   4   functions. 
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In   addition,    In   the   face  of  excess  demand,   homes  having    large  proportions 
of   public-pay   patients  may  be    able    to    allow  quality  of  care   and    physical 
surroundings  to  deteriorate  without   suffering    any  loss  of  revenue.      State 
officials  report  difficulties    in   enforcing    licensure   standards   and    penalizing 
code  violators   in   areas  with  bed    shortages.     The   feasibility  of  closing   a  home 
or   suspending   a  violator's   license   and   transferring   patients   to  other   facil- 
ities  Is  greatly  reduced  when   there    is  no  place  to  transfer   the   patient.   [Feder 
and   Scanlon,    I98O] 


B.      WHAT   PERCENTAGE    OF    CURRENT   NURSING   HOME   RESIDENTS   COULD   BE   CARED   FOR    IN  THE 
COMMUNITY    IF    SERVICES  WERE  AVAILABLE? 


Summary  of  Findings! 

o     Between    10    and   ^0   percent  of  the  elderly  residing 
in   nursing    homes   are  estimated    to  be  capable  of 
returning    to   the  community   if  appropriate   support 
services  were   available. 

o     Most  of  the   above  estimates  entail    assessments 
focused   principally  on  medical    criteria   for 
judging   appropriate   placement.      Inclusion  of 
social    and   psychological    factors   would    lead   to 
significantly  reduced   estimates. 


Numerous   studies  have  docunented    inappropriate  nursing    home  placement.      Esti- 
mates of  the  rate  of    inappropriate   placements  vary  from  a  low  of   6  percent    in 
Durham,   North  Carolina  [Burton,  et  al.,    197^]  to  76  percent    In   New  York  City. 
[Gentry  and  Curl  In,    1975]     The  Congressional    Budget  Office  reviewed   fourteen 
studies  of   inappropriate   placement   and  concluded   that  between   10   and  20  percent 
of  skilled   nursing    home   patients   and  20  to  40  percent  of    intermediate  care 
patients  were   placed   at  a   level   of  care  higher   than  necessary.    [CBO,    1977a] 
Most  of  the    inappropriately  placed  SNF   patients  were  determined   to  require 
Institutional    care  at  the    ICF   level.      However,   a   large  proportion  of  the 
Inappropriately  placed    ICF   patients  could   have  resided  either    in   some  form 
of  sheltered    housing   or    In   their  own   homes    if  adequate  community  services 
were   available. 

The  range   In  the  estimates   Is  due    In   part  to  differences   In   the  definition  of 
what  constitutes  "appropriate"    utilization.       In  many    instances  the   test  of 
need    Is  very  severe.     For  example,   according   to  one  definition,   admission 
to  a  nursing    home   Is  appropriate    If  "medical    or   physical    needs   are   so  great 
that  the   provision  of  services  throughout   a  2A-hour    period    is  essential." 
[Abdellah,    1978]     Another  definition   states  that  the  determining   factor 
In   nursing    home  placement   should   be   a   severe  or    Irreversible   physical    or 
mental     impairment   which   requires  constant  medical   monitoring.    [Joint   Committee 
on  Long  Term  Care  Alternatives,   197^] 
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Thesfc  findings  also  differ    sharply  from  more  clinically-oriented    acaainattons 
of  nursing   home   patients  that   are  conducted   as    part  of    utilization   review  or 
rredical    review  programs.      For   example.    In   a   survey  of    ICF    facilities    in    'tew 
York   State,    33    percent  of  the   patients   had   no   physical    or  i-nental    problaas,    to 
need    for   assistance   in   activities  of  dail  y  living,   and   no   special    nursing 
requirements.    [Zimmer,    19753     However,    three-quarters  of   these   patients    were 
not   recommended    for   lower    levels  of  care  because  of  social    factors  (e.g., 
spouse  lives    in   the   facility)   or  because  they  needed    services   not    available 
outside  of  the  nursing    home.      Broadening    the  criteria   for   judging    appropriate 
placement  beyond  medical    and   physical    concerns    to    include   social    and   psychol- 
ogical   factors  would   significantly  reduce  the   percentage  foitfid    not   to   need 
nursing    home  care. 

It   should  be  noted   that  the  costs  of  deinstitutionalizing    patients   from 
nursing    homes   would  be   significantly  greater   than   the  costs  of    prospectively 
diverting    similar    patients  to  community  care.      A  principal    reason    is  the 
housing  benefit   that   nursing    homes    provide.      Many  elderly   persons   lose  their 
homes   around   the   time  they  enter   a  nursing    home.      The  costs  of  replacing    such 
housing    for  deinstitutionalized   nursing    home   residents  could   be   significant. 
!n   contrast,  most   persons  at   risk  of    institutionalization  but   still    in   the 
community  do   have   housing    available   to  them. 


C.      CAN  CURRENTLY  AVAILABLE    PREADMISSION   SCREENING  AND   ASSESSMENT  MECHANISMS 
IDENTIFY   HIGH   RISK    POPULATIONS    IN    NEED    OF    SERVICE    AND    DELAY    OR    PREVENT 
INSTITUTIONALIZATION? 


Sunwnary  of  Findingsar. 


Preadmission    screening    programs  and  methods  of  needs 
assessment  vary  widely. 

No  clear   norms  relating    level    of   functioning    or  other 
client  characteristics    to   specific    service   and    setting 
needs  have  emerged. 

Risk  factors   associated  with    Institutional    placement 
and   the   services  that  most  effectively  delay  or 
prevent    institutionalization   are  not   sufficiently 
defined    to    allow   for   the   targeting   of   non  Inst  i  tut  ion  al 
services  to  only  those   populations   at   high   risk. 


As  Chapter    II    Illustrated,   people  need    nursing    home  care   for    a  variety  of 
reasons — chronic    illness,    functional    disability,    advancing    age,    and    lack  of 
Informal    providers.      However,    It    Is  evident   that   any  one  of   these   factors  does 
not   explain   nursing    home   placement.      Moreover,   effectively  delaying  or 
preventing    institutionalization   through  alternative   placements    Is   further 
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complicated   by  the  variety  of  needs  nursing   homes  fulfill    for   those  who 
use  them,    includlngs      housing,   nursing  care,   nutrition,   supervision,   and 
personal    care.     This  section  discusses  the   potential    for   preadmission 
screening   and   assessment   to  divert  those   persons  at   high  risk  of 
institutionalization   prior   to  their   entering   a  nursing   home. 

Models  and  Methods  for  Preadmission  Screening  and  Assessment 

Preadmission   screening   programs  and  methods  of  assessment  vary  widely.      A 
1979  GAO  review  of  various    In-home   and  community  care  demonstration    projects 
identified   two  generic  models  of  pre-admission   screening   (or  "gatekeeping") 
programs.   [GAO,    1979]     One  model    prevents  clients   from  entering    institutions — 
when  community  services  are  available,   appropriate,   and    less  expensive — by 
denying  public   reimbursement   for   nursing   home  care  and   authorizing   payment 
for   the   appropriate  community-based   services.     The   second  model    does  not 
control    public   reimbursement  decisions  but  discourages   people   from  entering 
institutions  by  advocating/packag  ing   community-based  care  whenever    possible. 

The  assessment  methods   used   also  differ    across   programs.      They  are  designed 
to  measure  everything   from   social    resources  to   heal  th-rel  ated  variables  to 
Indicators  of  client   functional    status.*     Further,    some   projects  rely  solely 
on  clinical    assessments  by  a  social    worker,   nurse,   physician,  or   a  combination 
thereof,   while  others   also    Introduce   formal    assessment    instrunents. 

Evidence  of  Effectiveness 

Despite  the  diversity   In   approach,  many  projects  report  that  a  significant 
percentage  of  their  clients   are  maintained    in   the  community.      According    to 
program  statistics,  the   State  of  Virginia's  Preadmission  Screening   Program 
successfully  diverted    to   the  community  21    percent  of   3t592  nursing    home 
applicants  over   a  21-month   period.    [GAO,    19793 

Another    program  with    preadmission    screening,   the   Monroe   County   (New  York) 
ACCESS    Project,   reported    that  69   percent  of  assessed   Medicaid   clients   and 
58  percent   of    private   pay  clients  remained    in   the  community.   [Eggert   and 
Bowlyow,    1980]     Similar    findings  were   also   reported    In  cotrenunity  care   projects 
in   Georgia   and  Wisconsin.      [Georgia  Department  of   Medical    Assistance,    1979; 
Seidl,  et  al.,    I98O] 

These    statistics   should   be  viewed   critically.      In    some  projects,   such   as  the 
Monroe   County   ACCESS  project,   clients   who   were    screened    had    not    yet   applied 
to   nursing    homes.      Many  of  the  clients   referred    to  community  care  may  have 
remained    in   the  community   without   the    screening    program.      Even    among    programs 
that   targeted   their   client    Intake   process  to   persons  who  were   previously 
institutionalized  or  currently  on   waiting    lists,    whether   the  clients  referred 
were    imminently  at   risk  of    Institutionalization    is   unclear.      For    instance. 


For    a  comprehensive  review  of  the  various   assessment    instruments   see  Patten, 
1979. 
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Georgia's  Alternative  Health  Services  Program  served  only  persons  who 
resided    in   nursing    homes   prior    to   acknission    to  the   program  or   who  were 
certified   for   nursing   home  care.      Yet,  based  on  comparisons  with  the 
control    group,    about  three-fourths  of  those   served  would   not   have   used 
nursing   home  care   in   absence  of  project   services.      Similarly,    in  Washington 
State's   Community-Based  Care  Program,  clients  were   selected   for   the   program 
who  were  considered    at   risk  of  nursing    home  placement.      However,  many  were 
found   after   the   fact   not   to   have  been  candidates   for   nursing    home  care. 
[Solem,  et  al  .,    1979] 

The  reasons  for   these  ambiguities  vary  but   largely  reflect  measurement   prob- 
lems   In  relating    level    of  function   and    social    situation    to   service  needs. 
Sager   reported  wide  variation  among    long   term  care  disciplines   in   their 
clinical    assessment  of   home  care  needs.      Patients  being   discharged    to  nursing 
homes  from   hospitals  were  each  evaluated  by  eighteen   professionals.     The 
assessments  revealed  major  differences,  both   within   and   across   professions. 
[Sager,    1979]     Moreover,  demonstration   projects   in   Georgia,   Wisconsin,   and 
Massachusetts   which   used  client  assessment    instrifnents   found   no  correlation 
between   assessed    risk  levels  or  other  client  characteristics  and   the 
utilization  of   services.      [Georgia  Department  of   Medical    Assistance,    1979? 
Seldl,  et  al.,    I98O;   Massachusetts   Department  of  Elder   Affairs,    1976]     Further, 
projects  that   reported   a  decrease    in   nursing    home   adnlsslons   witnessed  a 
corresponding    Increase    In   the  number  of  hospital    services  used   by  experimental 
clients.   [Seldl,  et   al . ,    I98OJ   Eggert   and  Bowlyow,    198O;    Solem,  et   al . ,    1979i 
Welssert,  et  al .,    198O] 

In   summary,   the  effectiveness  of  preadmission   screening    and   assessment 
mechanisms    in  diverting   high  risk  clients  at   the  time  of    Institutionalization 
is  unclear   from  project  data.      Risk  factors  associated  with    Institutional 
placement   are   not   sufficiently  defined  or    understood    to   target  benefits 
solely  to  this  narrow  subset  of  the   population    In  need  of  services. 

D.      CAN  CASE  MANAGEMENT  OVERCOME    SYSTEM   FRAGMENTATION  AND  ASSURE   COST-EFFECTIVE 
USE   OF    LONG  TERM   CARE   SERVICES? 


Summary  of  Findingst 

o     Case  Management   systems  can  vary  greatly  in   their    scope 
of  responsibilities,  organizational    arrangements,    and 
degree  of  authority  and/or    Influence. 

o     The  effectiveness  of   the  case  management  components 
of  State   programs  and   ongoing   demonstration   projects 
has   not  been   systematically  evaluated. 

o     Since  models  vary  widely,    so   do   the  costs  of  case 
management    services. 
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A>  nrajor  probleor  in  assessing  case-tnanagareRt  systens   is  definitional.     Centr^O 
tD   all    such   systems   Is   ai   actarinistratlve^  structure  that   is  responsible  for 
developing   and  coordinating  client  care  plans  and  monitoring   the  treatment 
process.      Beyond  these  care  functions,    howevo",   there   is  a  wide  variety  of 
activities  and   responsibilities,  organizational    arrangements,   and  degree:  off 
authority  and    influence,   as   listed    in  T;*le;V— 1. 

Many  States  and  ccnmunities  have  es tab  1  ished  case  managment  program^s.      A  nationaii 
survey  of  case  management   programs,   recently  completed  by  Arxirus  Gerontology 
Center,   University  of  Southern  California,    identified  38I    such   prograns,   365  o*; 
which  responded    to   a  detailed  questionnaire.   CAndrus  Gerontology  Center,    1980lli 
Of  333  of  these  with  active  case  coordination   prograns,   22  percent  were  free- 
standing,  kO  percent  were  units  of   larger  direct    service   agencies,   and  38  percHrtt. 
had  case  management  as  a  component  of  staff  descriptions. 

The   services  coordinated  by  these   programs  varied  considerably.      For  the; 
most   part,  existing   case  management   programs  are  not  comprehensive.      The: 
majority  coordinate  social    services  only.      Some  coordinate  exclusively 
health   services.      Few  have  fiscal    control    or   serve  as  gatekeepers  withi 
preadmission    screening   and   eligibility/placement  authority. 

Little  research   has  been  completed   on   the  cost-effectiveness  of  case  man*^ 
agement   programs.      Most   analysis    is   limited   to   recent   HCFA   long   term  carer 
demonstration   projects  that    incl  ude  case  management  as  one  component. 
However,   evaluating   the  effectiveness  of  case  management    is  difficult    in- 
these   projects,   because  no   project   has    instituted   a  case  management   prograon 
independent  of  a  new  set  of   services.      Thus,    whether  changes    In    util  Izat ioni; 
or  client  outcome  can  be  attributed   to   the  case  management   process,   the 
additional    services    provided,  or   the  experimental    effect    itself    is   uncleair.. 
Further,   no  demonstration   project   has  explicitly  analyzed   the  effect! venessi 
of  case  management    in   reducing   fragmentation    for   the  beneficiary. 

It    is  also  difficult  to  draw  conclusions   about   the  costs  of  case  management:, 
programs  because  cost   reporting  methodologies   are  not    standardized.      Noner- 
theless,   data   from  three  projects   indicate  the  wide  variation    in   the.  cost, 
of  cl  lent  management. 

Triage  reported   that  the  case  management   function  costs  $1.01    per   day  or  $30^30 
per  month    for   each  client.      This  consists  of  $.19  per  day   for   assessment,,^ 
$.50   for  coordinating    and  monitoring    service  delivery,    and  $.32   for  claimnsr 
administration.      [Hicks,   et   al  . ,    1979]     The   Monroe   County   ACCESS  project 
reported    similar  case  management  costs,  of  $1.14  per   day  or  $3^.22  per  monthi 
for   each  client  brought    into  the   program  through   the  conmunity.      These  costs 
included  client    Intake,   patient  assessment,   case   planning,   and   follow— up. 
[Price   and   Ripps,    I98O]     The  Washington   State  CBC   program,  on   the  other    hand, 
reported   cl  lent  management  costs  of  $72   per   cl  lent   per  month   at  one   site  andt 
$79   at   another.      [Sol  em,   et    al  . ,    1979]     Much  of  this  expense  was  due   to  thei 
highly  professionalized   nature  of  the  case  managers.     Without  more  detailed 
data  than   that    provided    in   the   project   evaluations,    it    Is   not    possible   to 
explain   these  differences. 
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Table  V-l:    Components  of  Case  Management  Programs   for  Long  Term  Care 


Process/Functions 

System  Oriented 
Functions 

Data  Collection 

o  Needs   Surveys 
o  Resource  Pro- 
files 

Planning 

Service  Development 

Quality   Assurance/ 
Monitoring 


Scope  of 
Responsibi 1 ity 

Health  Care  Services 

Acute   Ambulatory 
Medical    Care 

Acute  Hospital    Care 

Nursing   Home  Care 

Home  Health    Care 
Day  Health  Care 
Respite  Care 
Hospice  Care 

Social   Services 


Organizat  ion/ 
Arrangement 


Free 
Stand  ing 

(Case  Manage- 
ment  not    part 
of   Direct 
Service   Agency) 

(Special    Unit    for 
Case  Management 
Within   Larger 
Organization) 


Authority   and 
I nf luence 

Control    Funding, 
El  ig  ib  i  1  i  ty   and 
Reimbursement 

Control    Cost 
(Rate   Setting) 

Inf  1  uence  Pol  icy 

o  Review/ 
Comment 
on    Plans 

o   Review/ 
Comment 


Agency  Linkages   and 
System  Coord  i nat  i on 
and/or 
Determlnator  of   Eligi- 
bility (Gatekeeper) 

Advocacy  (System-wide) 


CI ient  Oriented 
Funct  ions 

Assessment 
Referral 
Direct   Service 
Reassessment 
Advocacy  (Cl  ient) 
Case  Coordination 


Homemaker/ Chore 
Transportation 
Nutrition  Coinselling 
Meal    Programs 
Protective  Services 
Social    Day  Care 
Other   Social    Services 

Housing  Services 

Rest   Homes 
Domic  il  iary   Care 
Foster   Care 

Geographic  Area 

State  City 

Regional      Other 


Appl icat  ion 

o  Pol  itical 
Advocacy 
Activity 
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More  research   is  required  on  the  cost  of  alternative  models  and   their  effective- 
ness   in  reducing    fragmentation   and   enhancing    informal    family  supports  without 
substituting   ©(pensive  professional    services.      Hopefully,   the  Department's 
National    Long  Term  Care  Demonstration   Program  (the  "Channeling    Initiative") 
will    be  a  major   step   in   this  direction.     This  program  will    introduce  far 
more  rigor    into   exper  imenat  ion  with   and   evaulation  of  case  management 
services  than  did    previous  denonstration   projects. 


E.      WOULD  EXPANDED   NON I NSTITUTIONAL   SERVICES    SUPPLEMENT   RATHER   THAN   SUPPLANT   PRESENT 
INFORMAL   FAMILY/FRIENDS   CARE? 


Summary  of  Findings: 


o     Between  60   and  80  percent  of  the  care  the  disabled    in 
the  community  now  receive   is   provided    informally  by  a 
spouse,  other   relatives,   and/or   friends.     Families 
assLBTie  the  major  caring  function   for  disabled   elderly 
who  do  not   require  medical    attention   and  who   are   living 
in    home   settings. 

o     Families  care  for   their   elderly  until    a  "crisis   stage" 
is  reached   where  the  needs  of  the  older    person   are   per- 
ceived  as  too  great  a  burden   for   the   family.      At  this 
point,   the   elderly  may  be   placed    in   the   hands  of  the 
formal    care  structure. 

o     Little  well-controlled    research  exists  to   predict  the 
behavior  of  these   families   if  a  new  set  of  expanded 
home  care  benefits  were  available. 


A  consistent   theme   In   the  debate  over    family  responsibility   Is  that   families 
are   alleged    to   provide  less  care   to  their   elderly  relatives  now  than    In  the 
past.      There    Is,   however,   some  evidence  that   the   willingness  of   family 
members   to  care   for   their    Infirm  relatives   has  been   underestimated    In  the 
popular    press. 
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Several    studies  have  docunented    the   role  that    spouse,   children,    and    friends 
perform    in   assisting   the   elderly.      A   GAO   study    in   Cleveland    found   that  87 
percent  of  the  elderly  report   having    informal    care   supplied   by  family  and 
friends.    [GAO,    1977a]     A    New  York   City   study   found   that   77   percent  of  the 
services  most  critical    to  maintaining    the  elderly  relative  at   home  are 
provided  by   family  members,    usually  a  daughter  or   spouse.    [Community 
Council    of  Greater    New  York,    1978]     At   the  national    level,    statistics 
show  that  assistance   from   families  comprises  80  percent  of  the  care 
received   by  elderly  persons.   [NCHS,    1972] 


The  Cleveland    study  found  that    families   are  the  major    source  of   personal 
care  services,  which   include  assistance    in  bathing,  dressing,  grooming, 
feeding,   and    toilet  care.      However,    families   are  not    involved    in  the   pro- 
vision of  professional   medical    services,   such  as  medication   administration, 
catheter  care,    and   blood    pressure  checks.      Interestingly,  only  a   small 
number  of  persons  required   the  more  medically  oriented    services — nursing 
care,    physical    therapy,  mental    health    services,  etc. — which   are  covered  by 
existing  government   programs  even  when   provided    in   the   patient's  home. 


Studies  do    indicate  that   there   are   limits    to   the    family's  capacity   to  care 
for   their    elderly.    [Davis,    1978;    York  and   Caslyn,    1977t    Brody  and    Spark, 
1966]     These   studies   suggest  that   a  "breaking    point"  or  "crisis   stage"    is 
reached,   after   which  the  elderly  are  placed    into   the   formal    care  structure. 
A  study    in   New  York   City  reported   that   the  dependency  of  the  older    person 
was  the  most   significant   factor    in   predicting  whether   the   family  perceived 
the    person   as   a  major  burden.    [Community   Council    of   Greater   New,  York;    1978] 


These  observations   suggest   that,    if  formal    personal    care  were   publicly 
financed   and  generally  available,    some   services  would   undoubtedly  go   to 
impaired    persons    in   the  community  who   need    and   do  not  now  receive  care, 
but    some   would    inevitably  substitute    for    informal    care   now   provided  by 
family  and    friends.      To  date,  demonstration   projects  designed    to   test   the 
cost-effectiveness  of  community-based    and    in-home    services   have    focused 
primarily  on  changes    in    utilization   for    formal    nursing    home  and    noninstitu- 
tional    services.      None   have  explored   the  extent   to  which  the  new  benefits 
supplement  or    supplant    informal    care  currently  provided   by  families  or 
friends.      Hence,    little    is    known    about   the   extent    to   which    fami  1  ies  might 
be  expected   to   shift  care  responsibilities  to   the   public    sector    in   response 
to   expanded    availability  of   public   funding. 
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F.      WHAT  ARE   THE   COSTS   AND   BENEFITS   OF    EXPANDING    IN-HOME  AND   COMMUNITY-BASED 
SERVICES? 


Summary  of  FindJngsi 


A  significant   proportion  of  patients  can  be  effectively 
treated   at   a   lower  cost    in   the  community.      However,    as  a 
client's  disability  level    increases,   a  break-even   point 
exists,    past   which   it    is  more  expensive   to  maintain   a 
person  at  home  or    in  the  community  than    in   a  nursing 
home. 

A  broader  coverage  of    in-home  and   community-based   bene- 
fits would    largely  go   to  a  new  population  rather  than 
substituting   for  more  expensive  nursing    home  care.      Hence, 
such  coverage  would    likely    increase  public   expenditures. 

Broadened  coverage  tends  to   lower  mortal  ity  rates  and 
increase   life   satisfaction   among  clients  receiving  the 
alternative  services,  but  differences   in   functional 
ability  are  not  discernible. 


Two  measures  of  cost  need    to  be  distinguished:  the   per  diem  or   per  beneficiary 
cost,   and   total    cost,  which  takes   into   account  the  number  of  beneficiaries 
served.*     Meas'ures  of  client  outcome   used    to  assess  the  benefits  of  broader 
coverage   include  mortality  rates,   functional    abilities,   and  client   satisfaction. 


Per  D  iem  Cost 

Analyses  of  per  diem  cost  typically  conclude  that  a  significant   proportion 
of    patients  can  be   treated  at   lower  cost    in  the  community.      However,   they 
also    suggest   that,   as  the  client's  level    of  disability   Increases,  a 
break-even   point   exists   past   which  the  economies  of   scale   available    In 
nursing   homes  make  the  nursing   home  more  economical. 

The  most   widely  cited   studies    Involve  comparing  the   actual   costs  of  treating 
patients   in   the  community  with  estimates  of  the  costs  that  would  be   Incurred 
If  the    Individuals    in   question  were    institutionalized.      Brlckner,    In  a   study 
of  a  program  for   the   homebound    In   New  York  City,    reports  considerable  cost 
savings.      However,   the   analysis   is  based   solely  on   physician  estimates  of 


*     Cost  comparisons  can    Include  public  costs,   private  costs,   and   the    Imputed  costs 
of    Informal    care.      This  discussion   focuses   primarily  on  public  costs. 
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'"iprdbabl^'    mstrtutlonal  nation.  IVriclner,   19753    A  t977  SAO  report  on  the 
ajdisalblhed    in  tiae  connunity  found  that,   until    older   people  became  greatly  or 
toatCts jomcily  inpaired,  the  cost  off  hoae  services,    incloding  the    iwputed  cost 
«adf  services  provided  by  family  and  frieiKis,    is   less  thai  nursing   houe  costs. 

HEfiAO,    1977ibl     Howeyer,  the  study  excliodesd  the  costs  of  housing,  food,  :and 
Htncoae  naintenanoe  fior  those  at   haae. 


Tllie  :oost5  of  pro«r  M  ing  aed  ica3   care  to  nursing  faoae  residents   if  iJey  «er% 

sat  iaoae  or    in  .the  conmuni.ty  hawe  also  heen  estiaated  l»ased  on  a  reviev  of 
nmdicall    recoTds.      in  a  study  in  luxriaan,  itortsh  Carolina,  fiurtoci,  et  a1 ., 
eaestiaated  that   ifior  approximately  8j  percent  of  the  patients   in  nursing  hoaos 
t!ile  anl-y  isuil^alble  ^aftematives  «ere  ecomiaroicaHly  infeasihle,  costing  «p  to 

ffitmr  times  more  tten  nursing  Hume  care.  Ifiurton,  et  a1.,  '^'9pk'2     Tor  the  othei 
7,13  laercent,  alter(mati<wes  oaHtslde  the  nourising  home  uere  more  econonical,  Jbait 
itftie  smrhags  oaobuM  he  snail U. 

.<^  mosne  sofiinfstica3»d  cost  .stiudY  of  stkliUlsd  imursSing  ^^aciiHilty  <1[SIIF|  ifBOticnts 
iin  iHlninniesota  ^sstSmatoli  Unotih  tthe  fractioRn  of  SNF  iresidEnts  who  :oMiild  he  carad 
War  att   iloiuer  cost   iin  ttine  oamnHim -Ity  ami  l^te  cost  savirirags  that  voouiild  accrue  to 
athe  State.  Ii&reenii>erg«  HW^    'ITAie  .study  awoddad  sewerail  pitfal  ks  that  have 
"jL'lhiiii  rill  iliiji  oBd  nnoclfe)  ivf  itjkie  ireseancih  iim  itflnis  ^arsa,     S|BBci!f3tsalIli>y9  ithe  xunsA  s  of 
iHkDBBvng;*  ifoaod,  eUc.,  wssrs    iinnciluiidail    Im  tile  rtoost  calciulatdora.     Mtso^  the  stolyr 
ntsoDognniLzed  ttbat  titae  relatii^ve  oysit  s  of  Unamie  care  'vsrsws   liirostnltatlaRiiall  care 
voBRi^  'Mihtifei  Ithe  Iteicc^  nvf  iiinpa it niiueiu'l,.      lit  amncliBBitaii  itHaat  ^  pertcant  of  SIVF  res^ 
dttBints  OBuuM  he  cared  iior  at   iIomct  cost   m  tite  conrnamity^  Mitttn  ?eesuil1tiiqg 
anmuiiall  2»/:1na^  tso  the  State  of  appnnxninateti^  $kiSSBJSBSlQ^     The  siBg^estioiin  «bb 
aaafee*  Malt  nnot  ltessted„  itHoat  ^smniTllnr  anal^ls  of  mm   ttnattenraed  iiate  (Care  !Facii)13l&y 
((IDPF))  q|DO||Duiilatiiaznn«  vuHnnidh  Fes  Things  iinipalnnail,  nnrigtlit  f^M  ewam  (gi-njtfcBT  saNriv^. 


TmtaBiJb  lis  Hihttte  ^e?/iidenc£  iUluiL  o^vsrage  of  »' wii»m ^-tfy-jtacsrywtH  and   Iin  Huine 
vN^maes  tnaUumaes  Unstal  jpiubil  3c  ^rappcicid  Itiunes  nm  .a^)  asquun  unulasl   tfiot  ■fEuHr-aervnoe 
^ssjfSitaam^      Undtewii,,  unnst  of  ttttae  ev;ldsnc£  Tis  tso  mtae  oantrar'sy..     Hh'ls  Is  hecoiae 
aaqpoHniatl  ssn/rece  itosnef  iilts  larnpel^  (go  hd  a  vobm  iaddilltiininall))  sesrvms  pqpnltatiiaai 
fflsattiksff*  ititaan  ^aiibstihtuttiiing  "SoKr  mursinng  Hmne  jcare* 

imhils  aBCtiism  "ffimctuaes  odii  Ifnniir  aof  ttfae  iraaJoKr  atennattstratliaDn  ipnsi^BCSts  Mitiilzih  more 
asSttadbT]  ilsthcod  Hbd  Use^  ttjtae  (i30£b~~sJf^tec!til*XCTcess  of  fixqEandsd   iin  llwiia^  and  xomnum  iht^if 
Iftwi'Mwtl  honefiitts  and  aer^viisses:.     fftten^y  off  trtne  qsnpjscts  are  ambling,,  and  ttlku 
OpreH nmnmar^  1f iimd iiings  are  imnt  enttilmell'!)^  jcxiDns>is£t2Bi<rt .     'Also,  tthe  0/ai1  iBatiiomB  sdff&Br 
fffiroiin  ^a  waritebjy  oif  niieftih&niolicigri^       tprtoibllaBiB,  witirixih  are  dlsctissod  osmlvy  hrri'is^<y 
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Preliminary  evidence   from  Georgia's  Alternative  Health   Services   Program 
suggests  that    total    Medicaid  costs    for   an   experimental    group,    which   received 
expanded  community-based    services    in   addition   to   regularly  covered   Medicaid 
benefits,    are  ccmparabie   to   total    Medicaid  costs    for    a  control    group,    which 
had    available  only  the  existing   Medicaid   benefit   package.    [Georgia   Department 
of   Medical    Services,    1979]     The   average  monthly   per    person   Medicaid  costs   were 
$228   for   the  experimental    group  and  $223   for   the  control    group.      Importantly, 
the   preliminary  evaluation   focused  the  cost   analysis   solely  on   Medicaid  costs. 
It  did    not  consider  certain    public   expenditures  that   are   usually  higher  outside 
the    institution,   specifically  various   welfare   and    social    security   payments, 
housing    support,   and    social    services   programs.      The   project    intends  to  collect 
this  data   for   later   analyses. 

Washington's  Community-Based   Care  Program   reported   that  total    costs  were 
slightly  greater    in   an   experimental   community  receiving   expanded  Medicaid 
coverage  of  community-based    services  than    in   a  comparison  community  utilizing 
services    from   existing    programs.    [Sol em,   et    al  . ,    1979]     The   project    found   that 
more  members  of  the  experimental    group  than   the  control    group   used    long   term 
care    services.      This   additional    use  of    services    in   the  community    increased 
total    public   expenditures  (including   client  management,   supplemental    security 
income,    and    food    stamps)   11    percent    in  one   experimental    site   and  k   percent 
in   the  other.     Whether   these   small   differences  would    increase  or  decrease 
over   time    is    unclear,    since  the   actual    experimental    phase  of  the   project   ran 
for  only   15  months. 

Two  other    studies   found    substantial    cost    increases   associated  with  expanded 
coverage  of  community-based    services.      The   Section  222   day  care   and    homemaker 
experiments   analyzed   by  Weissert  examined   the  effects  of  these   services  on 
Medicare   expenditures.   [Weissert,   et   al  . ,    I98O]      In  each   site   analyzed, 
patients   were  randomly  assigned   to  either  of  two  groups:      an  experimental 
group  that   was  covered    for   the  new   services    in    addition    to   existing  Medicare 
benefits  and    a  control    group  that   was  not.      The   study  found    that   the   average 
cost  of   all    Medicare-covered    services    for   the   study   year   was  $6,501    for   the 
day  care   participants  and  $3t809   for    patients    in   the  control    group,   a  dif- 
ference of   71    percent.      Similar   results   were  observed    for    homemaker    services. 
The   total    cost    per   beneficiary,    including    those   associated  with   the  new 
benefits,    averaged   $3t^32   (or  60   percent)    higher    for   the   experimental    group. 

These  cost  comparisons  were   limited   by  the   fact   that  only  Medicare  costs  were 
included    in   the   analysis.      Thus,    Medicaid    long    term  care  costs  could   not  be 
analyzed.      Also,   these  experiments  covering   day  care    included   only   intensive 
health-oriented    services,    which   had   an   average  daily  cost  of  $52.       In  contrast, 
an  evaluation  of   12   adult  day  health  and    social    services   programs  participating 
in   the   Massachusetts   Medicaid    program   reported  costs   ranging    from  $18.00 
to  $21.50.    [Klapfish,    1979] 
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The  Triage   project   also    reported    substantial    cost    Increases   among    clients 

In   the   experimental    group.    [Hicks,   et    al  . ,    1979]     The    program    Included 

case  management  and   comprehensive  coverage  of  health  and    social    services   for 

the  elderly.      The   experimental    group   witnessed    an    Increase  of  8.2   percent    In 

per   capita  expenditures   for    services    In    1977    and    a  32   percent    Increase    in    1978. 

When  case  management  costs   were    Included,    per  capita   expenditures    Increased 

20.4  percent    In   1977   and  46  percent    In    1978. 

One  explanation    for   these    Increases    Is  that,    unlike   the   Georgia  or   Washing- 
ton  State   projects.    Triage   project   services  were  not   targeted   on   persons 
likely   to  be    Institutionalized.      Clients   were  enrolled   on   a   first  come, 
first    served   basis.      Also,   the  Triage  experimental    group   was  more    Impaired 
than   the  control    group,    which   explains    some  of  the    Increased    utilization. 
Nevertheless,   the   available  evidence   suggests  that   a  Triage- type   program 
could   substantially    Increase  public    expenditures    for    long    term  care. 

Outcomes  (Benefits) 

Most  projects  report  that  broadened  coverage  tends  to  Improve  the  contentment 
and  life  satisfaction  of  clients  when  compared  to  similar  populations  not  re- 
ceiving such  services.  Expanded  nonlnst  I  tut  lonal  benefits  also  appear  to  re- 
duce mortality  rates  among  clients  using  the  experimental  services.  However, 
significant  Improvements  In  client  functional  ability  have  not  mater  al  I  zed 
from  these   projects. 

Several    projects   report   that   their   respective    Interventions   were  more  effec- 
tive  than   the    present    system    In  maintaining   the  contentment   and    life   satisfac- 
tion of  their   clients.      Both   Welssert   and   Nielson   report   that   the    positive 
effects  of    In-home  care    Included    Improvements    In   the   level    of  contentment  or 
satisfaction.    [Welssert,   et   al.,    1980;    Nielson,    1972]     Similar    results   were 
found    in    several    day  care    studies.      Welssert   reported    statistically   significant 
Improvement    in  contentment,  mental    functioning,    and    social    activity   in   the 
day  care  group  as  compared    to   the  control    group,    even   though   over  20   percent 
of  the  experiment   participants   left   the   projects  because   they  were  dissatis- 
fied.      In    addition,    Weller    and   associates   reported   that  day  care    participants 
either    Improved,  maintained,   or    showed    less  deterioration   than   the  control 
group    In  mental    functioning,    interpersonal    relations,    satisfaction   with 
services,    and    life    satisfaction.    [Weller,   et   al.,    1976]     Further,    On    Lok  Senior 
Day   Health    Services   reported   that  day  care    participants   were   s  ign  I  f  Icantl  y  more 
satisfied   with   their    situation   than   nursing    home  residents.    [Von   Behren,    1979] 

A   few   studies,    however,    report   neutral    or   negative  effects.      For    example,    Katz 
found   decreased    social     Interaction   associated   with   home  health  care.    [Katz, 
et    al  . ,    1972]     Wisconsin   CCO-Mll  waukee   reported    little  difference  between 
experimental    and   control    groups,   with   both    samples  experiencing    deterioration 
in   quality  of   life   over   the  course  of   the    project.    [Seldl,   et    al  . ,    198O] 
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A  raiflsifeer  of  stiudies,  though  Rot  all  ,  have  reported   reduced  mortality  rates » 
Statistically   significant  reductions    in  mortality  rates  among  exiper imeratal 
d  lasts  were  fejssd    an   Georgia  and  tiae  Section  222  projects  analyzed  iby 
yesssert.      Substantially  iower  death  rates   were   also  reiported   for   stroke 
©at«ents   r^eselvlrag   services   from  a  hospital— based   (home  care  project  as  onm- 
iparec   t©  strote  patients  mot  receivfing  care,   riryarat,  et  aH  .,   ISTd    ^f^Mas, 
GCBffiniun ity— i^assd  services  appear  to   have  a  positive   Impact  ori  siarvival   rates, 

iBBippofvereents    is^  faanctional    abilities  'were  traot  aliways  -evadent.      IKalfsti  repartee 
r®ice:tliOif3£   in  aiHsbil  ity  and    in  ftunctlonal   ML  atoility  ifcr  seme  siabgroiups  of  cl '^ 
erats  T^KJsrt/is^   Ijchk    tealth  aitCte  serviaaes  at  (On  ioik,  IlKalisti,  et   al  .,    1*97511 
lias  IMoim&efa©r€;  Sitosipital   toy  ICare  jproject  tfoaarad  nx>  ajllfferfirace  ibet*s«BBn  tine  escipeTl— 
s^srat®';    aj5d   Gowtnffil   groups    in   teirois  of  tteiir   f luract 'iomal   capacity.  Ilossnian,    1*^9?d 
^racrsav'SKemts   im   IfTianctional    abilities  «ere  reported  toy  )Katz»  teiot   nnntprovaBsmts 
%gEre  liiiiits^  "Sio  a  siuibset  cof  ^uroger  ,   iless  di stabled  persons,  ftwhere  tHaene  twias  iro®rje 
'vosm:  for    impriOfvsEsint .  IlKatz,  et  al,,    197211    Meissert  alsD  reported  daetter   faBne- 
tiaansal    l«veis    in  tite  day  care  exiper  iirffisnital  ^roiti^p  as  coraiparied   to  titee  xsomtr©^^, 
itsmt  tte  (d  i  f  fererjces  ibet*wesn   the   tivro  grtouaps  diiiiniiinlsited  over  idse  eval  uaatiiasiR  wear  , 
n^kffi^    it   iiaraGertafe   if  tfeey  imkkuM  ipersist   mn  an  ©m-goliitg  proagrasm.  iMeissert ,  asit 
as « ^    *!1®0j     iliR  igsfHeraH  ,  irao  project  couuld  docsinnEnt  tfhat   its   iimtervfimtiiawn 
ijsosdiasss  Stat istifcaiiTly  siijpiiif iicant  dlffereinass  !bet««i^3n  tte  exper fwnsntal    anMi 
cseatrel  grJOiups   m  cfliiamt  IfiumuEtrtaDinal  ^iiilfi.1t^. 
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VI.      OPTIONS    AND   STRATEGIES    FOR    LONG   TERM   CARE    REFORM 

This  chapter  discusses    alternatives    for    reform.*     The    Intent    is  both    to 
help  structure  thinking    about    long    term   care   program   development   and 
to    illustrate    alternative   approaches    for    reform.      First,    some  of  the 
goals  of  a  coherent   program   are    identified.      Second,  major    issues    in 
program  design    are  discussed.      Finally,    alternative    prototype    strategies 
for    service  delivery  reform   are   presented. 


A.      SYSTEM   GOALS   FOR    LONG  TERM   CARE 

Four   goals  appear    to  be   particularly   important: 
o     H  igh  Qual  ity  of  care    provided 
o     Equitable  Access  to   needed    services 
o     Cost  Control    in    service  delivery 
o     Ease  of  Administration  of  the   program 

Objectives    under   each  goal     include   the    following t 
o     High  Qual ity 

—  Maximize  each    individual's  chances  of  survival    and,   to   the 
extent    possible,   the  opportunity   for    physical,  mental, 
social,    and    interpersonal    functioning. 

o     Ecyuitable  Access 

—  Promote  care    in   the   least    restrictive  environment,   subject   to 
individual    preferences   and  capabilities. 


*  The  options  presented    in   this  chapter   focus  on   alternative  designs  for   the 
delivery  of    Federally  financed    long    term  care    services    to  the   elderly  and 
physically  disabled.      The  discussion    Is   limited    in   two  ways.      First,   alter- 
native   strategies    for  other    long   term  care    populations — the  mentally  retarded 
and    the  chronical  1  y  mental  1  y   ill — are  not  explicitly  addressed,    although  many 
of  the    Issues   overlap.      Second,    no  consideration    is  given    to  complementary 
changes    In   tax   codes  or   to   research,   particularly  biomedical,   to    prevent 
physical    and  mental    deterioration.      These   areas    are    Important   and   complex    and 
deserve  more  extended    treatment   than  could   be   trder taken   within   the   scope  of 
this   paper. 
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—  Minimize  gaps    in  coverage,    particularly  among    the  most    indigent 
and    impaired    elderly. 

—  Equalize   the  geographic    availability  of  health   and    social 
services, 

o     Cost  Control 

—  Assure  that   services  are  targeted   to    individuals  with   a  demon- 
strated  need    for  care. 

—  Reinforce,    rather    than  erode,   self-help  and    Informal    support 
from   family   and    friends. 

—  Reduce  the  cost    Inflation  of   long    term   care   services  by  more 
appropriate   use  of   existing    resources. 

o     Ease  of  Administration 

—  Reduce  the   problems  of   fragmentation   faced   by  both  the  beneficiary 
and   the   local    del  Ivery  system. 

—  Foster    flexibility    In    service  delivery  to   adapt   to   local 
conditions   and    individual    needs. 

—  Maximize   accountability   In   the  monitoring   of  client  care   and 
the   use  of   publ  ic   funds. 

—  Minimize   administrative  costs. 


As    is   true   with  most    policy    issues,   these  objectives  compete   with  one   another, 
and    tradeoffs  may  be  necessary.      For   exanple,    attempts  to  control    costs  may 
conflict   with   efforts   to   reduce    fragmentation    in   the  current   system.    Increase 
coverage  of  noninst Itutlonal    health   and    social    services,   and    improve     the 
quality  of    services.      The  next    section    examines    some  of  these   trade-offs. 


B.      DESIGN    ISSUES    IN    LONG  TERM   CARE 

The  evidence   presented    in   Chapter   V  suggests  that   financing    an   expanded 
range  of  noninstitut  ional    long   term  care    services    Is   likely   to   significantly 
increase   utilization   and    public   expenditures: 

o     There    is   a   shortage  of   available  beds    for   public    pay  (partic- 
ularly Medicaid)    patients   seeking    nursing    home  placement    In 
some    parts  of  the  country. 
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o     Need    exceeds  the    supply  of  government-financed    noninstitu- 
tlonal    services. 

o     The    potential    for    substantial    cost-savings  by  substituting 
community' based    services    for    nursing    home  care   exists    for 
only  a   small    number   of    institutional    residents   whose  beds 
would    likely  be   filled  by    individuals    in    hospitals   and 
in   the  community  awaiting    appropriate   nursing    home  place- 
ment. 

If   broadened   coverage    is  desirable,   therefore,  mechanisms  must   be  developed 
to  control    its    potential    costs. 

This   section   explores  the   policy  variables  where  choices  must   be  made 
in  defining   a    program.      Particular    long    term  care    program  options  can 
then   be   analyzed    as  a   set  of  choices  along    each  of  these  variables.      The 
major    program   design  variables  considered    herein    are: 

o     financing! 

c 

o  the  criteria   which  define  eligibility; 

o  the    form  of    program  benefits; 

o  the    services  covered; 

o  the    terms    for   client  cost-sharing; 

o  the  method   of  matching    needs  to    services; 

o  the   quality  assurance  mechanisms; 

o  the  method   of   reimbursing    providers;    and 

o  the   Federal,    State,    and    private   roles    in    program    adnini  strat  ion. 


F  inane  ing 

Financing   can  be  either   closed-ended   or  open-ended.      Close-ended    financing 
means   that   the    program  must  operate   within   a   fixed   budget  established   at   the 
Federal    level    and   divided    anong    States  or    localities   according    to   a   pre- 
determined   allocation  mechanism.      Under   open-ended    financing,    expenditures   are 
not   explicitly   limited,    and    the    level    of  expenditure    is  determined    by  other 
aspects  of   the    program,    such  as   the   ninber   of  beneficiaries   requesting    services, 
the    types  of   services   available,    the   rules   for    assigning    and    reimbursing 
services,    and    the   supply   responses   of    providers    to    program- i  nduced   demands. 
Cost   control     is  considerably  weakened    under   open-ended    financing,   but   expendi- 
ture  limiting   devices    still    exist — eligibility  exclusions,    utilization  controls, 
benefit    limits  on  covered    services,    and    prices   paid    for    services    are  major 
examples. 
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E  1  ig  ibll ity 

A   long    term   care   program   could    include  all    persons  exhibiting    functional 
impairments,   or    participation  could   be   limited   through  various   eligibility 
criteria,    such   as  age,    income,  or   availability  of    informal    support.      Eligi- 
bility  for    services  can  be  on   an   entitlement  basis — i.e.,    all    persons   who 
meet    specified   criteria   have  a   legal    right   to   receive   services — or    subject 
to    some    agency  discretion,   as    in  many  grant    programs.      A   problem  with    service 
entitlements    Is  the  difficulty   in   targeting    the   nonlnst  I  tut  ional    benefits  only 
to    individuals   living    in   the  community   who   are   truly  at   risk  of    institution- 
alization or   who  do  not   have  access  to    informal    care.      Decisions  would    have  to 
be  made  on   such    issues  as  the  relatives  that   should  be  considered    available 
to    help,   whether    they  can   be  excused    from    responsibility   If  they   live  too   far 
away,    and   what    to  do   when   the  relative  refuses    to   help. 

Alternatively,    a   program  with   some  agency  discretion    In   determining   who   shall 
be    served   would    allow  more    flexibility   to   account    for    informal    supports. 
Benefit  determination  could,   therefore,    include  discussion   and    negotiation 
with    individual    clients   and   their    families    to   encourage    families    to  contribute. 
One  danger    In   this  approach    is  that  certain  clients  (or   their    families)    might 
be  discriminated    against  or  otherwise   treated    inequitably. 


Form  of  Program  Benefits 

The   form   of  benefits  can  be    in-kind,   vouchers,   or  cash.     Where  benefits  are 
provided    in    kind,    program  funds   are  channeled    to    providers  of   long   term  care 
through  various   vendor   arrangements.      This  arrangement   allows   the  government 
greater  control    over    service   utilization  but   requires   admini  strat  ive  mechani  sms 
to  monitor   and    evaluate   the   use  of   program   resources  by  clients  and    providers. 

With  cash  benefits,  cash   supplements  or   tax  credits   are    provided    to    program 
beneficiaries  and/or   their    families  to   pay  for  care.      This   policy  has  two 
potential    problems.      Benefit    utilization    is   likely   to  be   significantly 
higher   given   the  general    desirability  of  cash   and    the   ability  of   families 
to   shift   the  cost  of    informal    care   to  the   Federal   government.      Second, 
benefits  may  be   used    for  other   than    long    term   care   purchases,  which  may 
jeopardize   the    progran   politically,   thus  defeating    program  objectives. 

Alternatively,    a  voucher   benefit    limited    to   formal    long    term   care   services 
reduces  the   problems  of  the  cash  benefit  option,  but    preserves  the  general 
advantages  of  allowing    the  beneficiary  (or    his/her   representative)    autonomy 
in   the  choice  of    providers   and    services.      These    advantages    include   forcing 
clients  to  compare  the  costs   and   benefits  of  alternative   services  and   care 
settings,    exerting  market- force   pressures  on    providers    to   supply   services 
of  a   quality  appealing    to  consumers,   and    reduced    administrative  costs  because 
the  level    and  distribution  of   services  corresponds   to    individual    choices. 
The  major  disadvantages  of  the  voucher    include  the  difficulty   in   relating 
disability   levels   to   the  dollar    amount  of  the  voucher,   the   possibility 
that  vouchers  will    be  used   to   purchase   services  of   little  value    in  deferring 
nursing    home  entry,    and   the   limited    ability  of  disabled    elderly  to  make 
adequate  choices. 
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Services  Covered 

Potential    benefits    Include   skilled    nursing   carej   physical    and   occupational 
therapy}    personal    care    services;    homemaker    and   chore    services;    respite  care; 
foster   care;   physical    adaptations  to   the   home;   transportation    services; 
and   nutrition  counseling.      These    services  can  be    provided    in    a  variety  of 
settings  much   as  the   home,   the    institution,   or    in   a  variety  of  alternative 
living    arrangements,   e.g.,   domiciliary  care    facilities,  congregate   living 
facilities,   and    nonresidential    adult  day  care. 

One   approach    to  deter    indiscriminate   utilization   of   a  broad   benefit    package 
Is  numerical    limits  on   the  number   of  days  or   visits  or  on   the  cost   of 
specific    services.      However,    service   limits   are  especially   unattractive 
for  many   long    term  care  clients  who   exhibit  multiple   afflictions   requiring 
intensive    services  over    an    extended    period. 

Another    approach   would   be  a  dollar   benefit  ceiling    (determined  monthly  or 
annually)    for    in-home   and  community-based    services   not   exceeding   the  cost 
of  equivalent    institutional    care.      Such   a   policy  would  maintain    a  broad    and 
flexible  benefit    package.       It   would    also    limit    expenditures    for   those   who  can 
be  cared    for    less  expensively   in   the   nursing    home  and    encourage  comparison  of 
the  benefits  of   alternative    settings    In   relation    to   their  costs.       In   estab- 
lishing   a  benefit  ceiling    relative  to   nursing    home  costs,    it    is    Important   to 
consider   the    total   publ  ic   cost  of  maintaining   the  cl  lent    In   the  community. 
I.e.,    direct   service  cost    plus  other    public  costs   associated  with    income  main- 
tenance   programs,    food    stamps,    and    so   forth. 


Cost  Sharing 

Cost-sharing   can   reduce   public  costs  both   by  shifting    some  of  the  burden   to 
the  beneficiary   and   by  deterring    unnecessary   utilization.      A  case  can  be  made 
for    higher   cost-sharing    for   nursing    home  care   than    for   noninst i tut ional    care,^ 
reflecting   the  desire    to   encourage    utilization  of   less  costly    in-home   and 
community-based    services  and   the  expectation   that   beneficiaries   should   contri- 
bute   to   the  basic  maintenance  cost  (e.g.,    room   and   board)    associated   with 
nursing    home  care.      Cost   sharing   could   be    income  related. 

Matching  Needs  and  Services 

Institutional    placement   and    procurement  of  noninst  I  tut  ional    services   are 
tasks   now  carried   out  by   hospital    discharge    planners,    workers    In    social 
welfare  agencies,   physicians,   and    families.      No    single   unit    Is   assigned 
formal    responsibility   for   the  care  of   an    individual.      The  extent    to   which 
this    is  a   problem    is  debatable.      One   approach  widely  discussed    is   to 
establish  channeling    agencies   to   perform  this  coordination   function. 

Many  definitional    problems  exist   with  the  concept  of  channeling    agencies. 
They  have  been    loosely  referred    to   as  "point   of  entry   organizations   which 
provide  access  to   a  fragmented    service   system.      However,   agencies  could 
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(1)    perform    needs  assessments,   (2)    serve  as  brokers  of  services  relying   on 
voluntary  cooperation  of    patients   and    providers,    (3)   make  binding    allocations 
of  publicly  assisted    services,   with  or   without   control    over   reimbursement, 
{k)   monitor   the  continued   need    for    and   quality  of  the    services,    and/or 
(5)    assume  direct   responsibility  for    financing    and    providing    services   for   the 
cl lent. 


Qual ity  Assurance 

How  to   assure  qual  ity  care    is  a  major  design    issue    in   any  long   term  care 
financing    program.       Indeed,  much  of  the    impetus    for    expanded   non  institut  ional 
g^erv  Ices  derives  from   dissatisfaction   with   quality  of  care    in   nursing    homes. 
However,  monitoring   quality  of  care   and   controlling    abuse  may  be  even  more 
difficult   for    inskilled   than    for    skilled    services  and    for    services   provided 
in   the  client's    home   than    for    institutional    services.      One    particularly 
controversial    question    Is   whether   to   allow  self-employed    providers  to   provide 
unskilled    personal    care    in   the    home  or    Instead    to   require  that    home  care  be 
provided   only  through   licensed    and    regulated    agencies. 

Some   analysts   question   the  extent    to   which   quality  can  be  regulated  given 
the  difficulties  of  measurement.     They  prefer    to  concentrate  efforts  on 
enhancing   the    incentives    inherent    in   a  competitive  market. 


Reimbursement  Methods 

Services  can   be  reimbursed   on   a  cost  basis,   according    to   a  fee   schedule,   or 
under    some  more  complex   system  that   typically  entails   elements  of  both 
approaches,   e.g.,    cost-based  with   upper    limits   and/or    incentive   payments. 
Cost-based    systems   tend    to   encourage   high    quality  care  but  generally   provide 
fewer    incentives   for   efficiency.      Cost-based    systems  also    involve  complex 
inforfnatlon   gathering    and   auditing    procedures   which    Impose   significant 
administrative  burdens  on  both  government   and    providers. 

Alternatively,    payment    levels  can  be    independent  of  the  cost  of   an    Individual 
facility.      For   nursing    homes,   this  has  historical  1  y  meant   negotiated    flat 
rates.      This   system    allows  greater  control    over  government  costs  because  rates 
need    not   reflect    inflation  or  other    Increased   costs.      However,    since   profit 
Is   automatically  higher    If  costs   are   lower,   there    Is  a   strong    incentive   for 
providers  to   supply   inadequate   quality  care  or   to   treat  only  those   recipients 
not   requiring   a  great  deal    of  care. 

Federal/State  Character  of  Program  Administration 

Programs  can    also  vary   according    to   the  mix   of    Federal    and    State   responsibil- 
ities  for    financing    and    administration.      At  one  extreme,   the   program  could 
be  entirely  funded    and    administered  by  the   Federal    government.      The    advantages 
of  this  approach,    as  exemplified   by  Medicare,    include  national    uilformlty  of 
eligibility,    standards,    and   benefits. 
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At   the  other   extreme,   the   Federal     involvement  could   be   limited    to  grants- 
in-aid,    with    few  requirements  on    how  the    program  would    actually  operate. 
Under    this   plan,    States   would    have  the  major   decision  making    authority. 
This   strategy  gives  maximun   flexibility   to   the   States,    who    presixnably 
are  better   equipped    to   assess  the  needs    in   their    areas.      Such   an    approach 
could,    however,    result    in    significant   geographic    inequities,    with   wide 
ariations    in   the  number   of   people   serviced    and    type  of  services  available. 


V 


C.      OPTIONS   FOR    LONG  TERM   CARE   REFORM 

This   section  examines   several    strategies   for    long    term   care  reform.      Five 
options   are   presented: 

1.  Incremental    Modifications  of  Existing   Programs 

2.  Comprehensive   Grants    to  the   States 

3.  Grants  to   the   States   for   Noninsti tut ional    Services 
k.  Disability   Payments    for   Long   Term  Care 

5.      Long   Term   Care    Insurance 

These   approaches  are  broad    and   generic.      Elements  of  more  than  one  approach 
could   be  combined.      The   approaches  do,    however,    suggest   the  range  of 
strategies  that  might  be  considered. 

One  option   that    is  not  explicitly  addressed    is  the   possibility  of  no  change. 
It  may    in   reality  be   the   lowest  cost  option,   given   that    any   significant 
broadening   of  coverage    is   likely  to   entail    substantial    budget    increases 
unless  combined   with   a  cap  on   nursing    home   expenditures.      Furthermore, 
current   programs  accord    States  the   flexibility  to   expand    some  noninstitu- 
tional    services  (e.g.,    home   health   and    personal    care)    as  entitlement  benefits 
under   Medicaid    if  they  choose   to  do   90.      Politically,    no  change  (except, 
perhaps,    for    some   exceedingly  minor    programmatic   changes)   may  be   the  most 
likely  outcome    in    light   of  the  overall    budgetary  constraints  of  the 
next    few   years   and   the  difficulties    in   reallocating    existing   funding, 
either   geographically  or   by  type  of  service.      On    the  other    hand,    in    light   of 
the   problems    in   the   existing    service   system,    and   the   16.1    percent    annual 
growth    in   nursing    home  expenditures  the   last    five   years,   doing    nothing  may  be 
very  expensive,    not  only  monetarily  but    also    in   terms  of   the    social    costs  of 
missed   opportunities  to   help  those    in   need. 

1 .      Incremental    Modifications  of  Existing  Programs;      Expanding  Coverage 
of  Non inst itut ional    Services 

This   strategy  would  make    incremental    changes  to   existing    program   structures 
to    achieve   such  objectives  as  controlling   costs;    targeting    services  more 

effectively;    financing    new  services,    particularly  outside  the   nursing    home; 
improving   the  coordination   of    services;    and    helping  more  of   the    population 

at   risk.      The   discussion  below  focuses  on   expanding    Medicaid    coverage  of 

community-based    services   as    alternatives    to    institutional    care  but    also 
includes  complementary  changes    in   other    programs,    such   as  Title   XX,    the 
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Supplemental    Security    Income  (SSI)   program,   and    the   Administration  on   Aging 
programs.      The   specific    proposals   are  relatively    independent  of  one   another 
and   could   be  adopted   either    separately  or    in  combination.      Clearly,   the   list 
of    potential    changes    presented    here    is   not   exhaustive,    nor  does   space   permit 
a  detailed  discussion   for  each  proposal.* 


F  inane  ing: 

o     Cap   Federal    Medicaid   expenditures  for    institutional    care  and   shift 
resources   to   non institutional    services. 

o     Vary  Medicaid  matching    rates  to   provide  a  higher   Federal    share   for   non- 
institutional    than    institutional    services. 

o      Increase  Federal   matching    rates  for   administrative  costs  with  a  higher 
rate   for    preactnission    screening   and  case  management. 

o     Make   families  (including   adult  children  of  aged   and  disabled   persons) 
provide   support  but   at   levels  that  do   not    impoverish   the   family. 

o     Raise  the  Title  XX  ceiling   to  expand  coverage  of   in-home  services  for 
the   aged   and   disabled. 


El igibi 1 ityt 

o  Require  States  to  establish  income  standards  for  eligibility  for 
noninstitut  ional  services  at  the  same  level  (or  even  at  a  higher 
level)   as  that   set  for   nuhsing   home  care. 

o      Reduce  or    eliminate  the  one-third   reduction    in  SSI    payment   when   a 
recipient    lives    in   the   household   of  another    and  does  not  contribute 
a   pro  rata   share   toward    household   expenses. 

o      In   determining    SSI    and   Medicaid   eligibility,   disregard   gifts   up  to 
$50   a  month    in  cash  or    in   kind   to  SSI    recipients  not    in    institutions, 


Program  benefitsi 

o     Allow  short^stay  nursing   home  patients  to   retain   standard   SSI   or  Medicaid 
income  levels   for   up  to  3  months,   rather   than  only  the  $25  per  month 
personal    needs  allowance,   so   that  they  can  maintain   their   homes   in   the 
community. 


For   past   analyses  of  expanding   existing   programs,   see  CBO,    1977a»   HEW,    1978; 
HEW,    1979;    and   Feder,    Holahan,    and   Scanlon,    I98O. 
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o     Provide  an   extra  cash    payment   to   people  being    released    from    institutions 
after    a   long    stay  (e.g.,   over   three  tnonths)    to   finance   the  one-time  costs 
of  establishing    a  private   residence. 

o     Expand   the  optional    benefits    under   Medicaid    to    include: 

—  expanded   transportation    services 

—  homemaker    and   chore   services 

—  respite  care 

—  foster  care 

—  physical    adaptations  to   the   home 

—  nutrition  counseling 


Administration: 


o     Require   States  to   adopt    preadmission    screening    for   those   at   risk 
of    institutionalization. 

o     Require   States  to   provide  case  management    services   for    all    long 
term  care  cl  ients. 

o     Authorize   the   Secretary  to  establish  minimum   reimbursement    levels 
for    home   health  benefits    under    Medicaid. 

Advantages:      Modifying   Medicaid    has  the   advantage  of  enabling    the   Department 
to  build  on    existing    administrative    structures.      Each  modification  can  be   ap- 
proached   incrementally,   which   phases    in   the  cost    impact  of   reform.      By   building 
on   the   existing    financing    and    eligibility   structure,   this  option    avoids   a 
major    shift    in   financing   either    among    States  or    from   the   States  to    the   Federal 
government.      Finally,   radically  new   programs    usually   have    unforeseen    adverse 
consequences;   this  approach  minimizes  the   likelihood   of  such  consequences. 

D  isadvantages:      By   leaving   current   funding    structures    intact,   the    artificial 
split   would   be  maintained   between   the  medical    model    of  need   definition 
and    service  delivery    inherent    in   HCFA   programs   and   the    social    service 
orientation  of  other   Federal    programs,   such   as  those  of  the   Administration 
on   Aging   and   the  Title   XX   Social    Services    program.      As   a   result,   the   system 
might  continue   to   accommodate   poorly  to   the   fluctuating    needs  of  clients  who 
are   not    in    institutions.      Furthermore,    problems  due    to   lack  of  comprehensive 
services,    poor    local    coordination  of   programs,    inflexibility  of  benefits, 
and   gaps    in    eligibility  and  coverage   would    remain    particularly  difficult    to 
solve. 

i 

Another    problem    is  that   the  open-ended    nature  of  HCFA   programs  would   be 
substantially   unaltered,   virtual  1  y  guaranteei  ng    large   future   expenditure 
increases.      As   shown    in   Chapter   V,    expanding   coverage  of  alternatives   to 
institutionalization    under   the  existing   open-ended    fee-for-serv  ice    structure 
structure  could    increase   total    governmental    expenditures   significantly, 
although   the  cost    per  beneficiary  may  decrease.       Increased    expenditures  could 
be  expected   because   the  new  benefits  would   primarily  help  currently  unserved 
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populations   rather   than    substituting    for  care    in    institutions.      Although  some 
institutionalization  might  be   prevented,   the   actual    census  of  nursing    home 
patients  would   not  decrease    significantly,    particularly  g  iven   the  current 
shortage  of  beds    for   publicly  financed    patients    in  many   areas  of  the  country. 
Finally,    eligibility  restrictions  and    association   with   welfare   programs  narrow 
the   political    support  of  this  approach. 

2.      Comprehensive  Grants  to  the  States 

A   second  option  receiving   considerable  attention    in   recent   years   is  a  compre- 
hensive  long    term  care  grant    to   the   States*.      Under    such  a   program.    Federal 
funds  would  be  limited  by  appropriation   and   allocated   among    the  States  on  a 
formula  basis,    potentially   with    State  matching   required.       In   return    for   a  cap 
on   funding.    States  would   be  allowed   greater    program   authority  and    flexibility 
than    exists    under   Medicaid.      Many  view  such   a  grant    program  as  a   form  of 
special    revenue   sharing  with  the   States,   similar    to   the   Federal    social    ser- 
vices  and    housing  grants,    implying  that   few  or   no  restrictions  would  be 
imposed  on  the  States.     One  could    indeed    structure  a  program   along   these 
lines.      Alternatively,  a   series  of  conditions  could  be  attached   relating   to 
how  the  money   is  to  be   used,  what   standards   service   providers  must  meet,  or 
how  the  decision   process  at  the  State   and    local    level    would  be   structured. 

The   following    prototype  consolidates  existing    Federal    long    term  care   programs 
into  a   single  grant-in-aid    to   the   States   and    includes    provisions   to   enhance 
quality  control    and    program   accountability. 

o     F  inancingt      Financing   would  be   through    Federal    and   State  general 
revenue  contributions,   consolidating    funding    from   existing    Federal 
long   term  care    programs   (Title   XIX  and   Title   XX  of  the   Social    Secu- 
rity  Act,    Title    I  I  I    of  the  Older   Americans  Act,   and   certain   HUD 
programs).      State  matching — on   the  order   of    10   to  25   percent — would 
be  required.      The    initial    level    would   be   set   so    that   no   State 
would    lose   funds    it  currently  receives.      However,   over   time,   a  new 
formula  would   be   phased    in   that   would    reflect   such   factors  as  the 
number   of   aged    and   SSA/SS I    disabled    in   the   State,   relative  costs, 
and    possibly  population  density  and   climate.      The   funding    level 
would  be    indexed    annually   to   reflect    inflation   and   growth    in   the 
elderly  and   disabled    population. 

o     E  1  igibi  1  ityt      Eligibility   standards   would   be   set  by  the   States. 

However,   the   Federal    government   would    require   that   those    individuals 
now  covered    under    present    State   programs  continue    to  be  eligible   for 
services,   and    that   a  certain   percentage  of   funds  be  targeted   to    low 
income  groups. 


Long    term  care  grants  to   States  have  been  discussed    in   HEW,    1976; 
CBO,    1977a;    and   Hudson,    I979. 
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o     Benefits:      The  exact  composition  of  the  benefit   package  would   be   at 
State   and    local    discretion.      However,    the    list   of    services   that   would 
qualify  for   Federal    support   would   be  extremely  broad,    including: 
nursing    home    services;    residential    and   boarding    home  care;    home 
health,   homemaker,   and   other    In-home   services;    adult  day  care; 
respite  care;   nutritional    services;    transportation;    and  minor 
physical    adaptations  to   the   home. 

o     Administration:      HHS  would   approve  the   State's   long    term  care   plan. 
States   would    have  broad    planning    and    policy  setting    roles.      However, 
the   administration  of   the   program  could  (and   would    In  most    States) 
be   subState.      Statewldeness   requirements   would   be   less   rigid    than 
under   the  current   Medicaid    program.      The    administering   organizations 
would   be  required   to  establish    patient   screening    and    referral    mecha- 
nisms.     Beyond   this   requirement.    States  could   choose    any   service 
del  I  very  model    they  prefer.      Accountability  would   be   primarily  at 
at   the   State  or    local    level.      However,   the   Federal    government   would 
require   planning    processes   with   public    hearings.      Reporting   of  cost 
and    service    utilization   would    also  be  required.      Finally,   a   system 
of  outside  audits,   focusing   on  cost-effectiveness  of  service  delivery, 
would   be  conducted   on   a   rotating   basis   every  three    to   five   years. 
Although  this   audit   would   assist    in   program   evaluation  by  HHS,    its 
principal    purpose  would   be   to   promote   accountability  at   the   local 
level    by  making    available  data  on   program  operations  collected 
by  an    independent    source. 

Advantages:      Under    this   approach,   the   Federal    budget  would   be  directly 
controllable   through   the   appropriations    process.      Thus,   the   potentially 
large  cost    increases    Inherent    in  entitlement   programs  would   be   avoided. 

States   would   be   accorded   considerable   latitude    to  broaden   the   type  of 
benefits   available    If  they  so   desire.      Assuming    that   States  want   to 
maximize   the   nunber   of    persons   served,    the  budget  constraint   encourages 
them   to  make   efficient   service   assignments,   emphasizing    noninst  I  tut  ional 
services   and   appropriate   placement    in   nursing    homes.*     Artificial    divisions 
between    health   and    social    services    in   existing    programs  could   be   eliminated, 
and   the  development   of   alternative    housing    arrangments  might  be    stimulated. 
As   a  result,   the  bias  towards    Institutional    care  would   be   reduced. 

Given   the   latitude    to    adapt   the    program   to    local    conditions   and    preference. 
States   should   be  better    able  than   the   Federal    Government   to   structure  the 
program    to  meet   real    needs   while   keeping  costs   within   bounds.      States   have 
a   smaller    span  of  control.      They  also    have  better    knowledge  of  the  conditions 
in   and   needs  of   local    communities   and   the   realities  of   existing   delivery 
systems.     Moving    away  from   a  strict  entitlement   approach   will    also    facilitate 
cost  control . 


The  current    system,    in  contrast,   encourages   States   to    use    services   for   which 
Federal   matching    is   available. 
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This  approach  would  also  permit  States  to  experiment  with  different  types  and 
combinations  of  services  at  the  community  level,  which  would  enhance  our  cur- 
rently weak   knowledge  base. 

Disadvantages:      A   shift   from   the  current  open-ended   Medicaid    financing    system 
to   a  closed-ended   grant  might   result    in    increased   financial    burdens  on   the 
States   and    reduced    availability  of   services  to   persons    in   need.      Experience 
with   the  Title   XX  and   other  grant    programs   suggests   that    fixed   budget 
programs  tend    not   to   receive   funding    increases  to  compensate   for    inflation 
and    increases    in   need.      With    all    of   their  defects,   the  current   entitlement 
programs  at    least   ensure  access  to   services   for   the  most   disabled. 

In    addition,    the    allocation   of  resources  between    institutional    and   noninsti- 
tutional    services  could  be  politicized    in   a  struggle  that   nursing    home 
providers  may  be  better    prepared    to   wage  than   are    home-based    providers. 
Especially   if   Federal    funding   does  not   keep   pace  with   need,   noninstitut ional 
services  may  be   sacrificed    to  ensure  funding   of  nursing    homes.       If  that    is  the 
case,   then   the   availability  of  noninst itutional    services  may  be  reduced    rather 
than    expanded. 

Another    problem    is  that   this   approach   would    inevitably   lead    to   significant 
reallocations   among   States,  because  no   formula  can  match   the  existing    pattern 
of  nursing    home  expenditures   under   Medicaid.      Although  any  formula  could   be 
phased    in   over   time,  major   redistributions   would   cause    service   reductions    in 
some  parts  of  the  country  and  would   generate   political    opposition   as   a   result. 

Finally,   this    proposal    would    potentially  reduce  or    eliminate   Federal    control 
over    quality  of  care    in   nursing    homes   and  other    long    term  care   providers. 
While    some   States   have   adopted    standards   higher   than   the   Med  icaid/Med  icare 
conditions  of   participation,   others  have  not   and  may  adopt  much    lower    standards 
if   able   to   avoid   Federal    pressures.      Although   rigorous   evidence    is   lacking,    it 
is   likely  that   Federal    requirements   have  been   a  major   factor    in    improving   qual- 
ity of  care    in   nursing    homes  over   the   last  decade. 

3.      Supplemental  Grants  to  the  States  for  Noninst itutional   Long  Term  Care 

Another    alternative    is   a  more   limited  grant  program   solely   for   noninstitut  ional 
services.      This   approach  would   be   similar   to  Option   2,    except   that   the  Medicaid 

nursing    home  benefit   would    not  be   altered.  Such   a    program  would  consolidate 

current   funding   of  community-based    services  under   Title  XIX,    Title  XX,    the 

Older   Americans    Act,    and    some  HUD   programs.  The  benefit    package  would    Include 

both   health   and    social    supportive  services.  However,   funds  could   not  be   spent 
for  care    in   a   nursing    home. 

Advantages:      A   supplemental    grant   program  would   entail   much    less   radical    shifts 
programmat  ical  1  y  or    among   States   than   would   the  more  comprehensive   approach 
embodied    in  Option   2.      This    Implies   fewer   unknowns    In    implementation.      Also, 
States  could    experiment   with   the  grant    program   to  determine   how  best   to  comple- 
ment  nursing    home  services  provided   by  Medicaid.      By   filling    the  gaps    In  current 
coverage  of   long   term  care  benefits,   the   program  could    introduce  a  continuun  of 
care  that    is  now  unavailable  for  many  clients.      Finally,    individual    entitlement 
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under   Medicaid    and   Federal    Institutional    care   standards  would   be  maintained. 
This   would   assure  that   those  with  greatest    financial    need    for   nursing    home  care 
could    not  be  denied    services  and   that  minimim  quality  of  care   standards  would 
be   enforced. 

Disadvantages;      The  major    problem    is  the   failure  of  this   approach   to   achieve 
neutrality  between   nursing    home   and   noninst  itut  ional    services.      Under   a   fixed 
budget   grant   program,    funding    for   noninst  itut  Ional    services    is   unlikely  to 
keep   pace   with   the  open-ended   Medicaid   nursing    home  benefit,   especially  as 
the  elderly  population    increases.      In    fact,   folding    the   Medicaid    home  health 
and    personal    care  benefit    into   the   supplemental    grant    program  could    result    in 
a   lower  overall    level    of   funding    for   these   services    if   the   new  program    is   not 
adequately  funded.      States   would    lose  the  option   they  now   have  (although    few 
have  exercised)    to  expand    these  benefits   as  covered    services   under    the  open- 
ended   Medicaid    program. 

k.      Disability  Allowance   for  Long  Term  Care 

This  option  entails  the   provision  of  vouchers  to    individuals  to   purchase   their   own 
care   rather   than  directly  reimbursing    long   term  care   providers.      The  voucher   would 
establish   the  maxlmim  dollar   amount  of  services  the    Individual    could    receive    In 
a  given   time   period  (e.g.,  one  month);    however,   the    individual    would    elect   which 
services  to   receive. 

Several    variations  of  this   approach  exist.*     The   following    prototype  employs 
a  voucher   benefit   with    Incentives    to  control    cost   and  maintain    family  supports. 

o     F Inancingi      Financing   would  be  through  general    revenue  contributions 
from   Federal    and   State  governments. 

o     El  igibi  1  ity:      Eligibility  standards  would   be  established   by  the 
Federal    government  based  on  degree  of   functional    disability. 

o      Benefits:      Eligible  clients   would   be  granted    a  voucher   equal    to   their 
assessed   care  costs.       Its  value   would   depend  on   the   level    of  disability 
and   on    Income.      The  macimun  value   would   be  the   nursing    home  rate   for 
equivalent  care.      Vouchers  could  be   used    to  purchase    services  both    from 
certified    agencies   and    individually  employed    providers.      The    list   of 
voucher-eligible   service   would  cover    a  broad    array  of   health    and    social 
services   in  a  variety  of  settings,   although  no  acute  care   services  would 
be  covered.       It   would    include:   nursing    services,    home   health,    physical 
and   occupational    therapy,    horn  em  aker/ chore   services,   personal    care, 
transportation,   respite  and   foster  care,    physical    adaptations   to  the 
home,   and    nutritional    services.      These   services  could   be   provided    in 
a  variety  of    settings,    including   nursing    homes,   domiciliary  care    facili- 
ties congregate   living    facilities,    and   the  client's  home. 


*  Voucher    strategies   for    long    term  care   are  discussed    in   detail    by  Pollak, 
1973»    Gruenberg    and    Plllemer,    1979;    and    Feder,    Holahan,    and    Scanlon,    I98O, 
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o     Administrationt      Program   administration   would   be   primarily  at   the   State 
and    local    level.      Achiini  strat  ive   structures   would   be   required    for 
eligibility  assessments  and    active  case  management   for   the  disabled 
unable    to  choose   services    for   themselves.      Also,    a  mechanism  would   be 
necessary  to  certify  providers    in    formal    agencies  and   determine   reimburse- 
ment   levels   through   rate-setting    and/or   negotiated    fee    schedules. 

A  major   variant  of  this   approach  (not  discussed    in   detail    here)   would   be 

to    limit  vouchers    to   noninstitut  ional    services,    leaving    institutional    services 

under   existing    programs. 

Advantages:      The  voucher    system   approach  embodies  the   positive  characteristics 
of   the  competitive  market.       In    particular,    it    allows    individuals   and   their 
families  to  make  choices  about   which   services  they  prefer    and   brings  market 
pressure    to  bear  on    providers    to  offer    high   quality   services.      The    institutional 
and  medical    bias    inherent    in   the  current   system  would   be  eliminated   because 
vouchers  could   be   spent  on   a   wide   range  of    services.      Noninstitut  ional    long 
term   care   services  could   become  much  more  widely  available    if  they  can  meet 
the  market   tests  of   reasonable  cost   and  consuner    preferences.      Equity  across 
geographic    regions  would   thus  be  enhanced. 

D  isadvantagest      This   approach    is    likely   to  be  very  expensive  because  every 
disabled    individual    would    have  an    incentive  to   apply  for   the  voucher,  whether 
or    not   they   are  currently  receiving    adequate  care.      Thus,   vouchers   are   likely 
to    substitute  monetary  exchange   for   what    is  currently  an    unpaid,    informal 
care   arrangement    for  many.      Moreover,   disability   is  difficult   to  measure 
and    potentially  easy  to  manipulate.      If   recipients   receive  a   larger   voucher 
payment   when   they   are  bedfast,   there    is   a  clear    incentive    to  overstate 
disability  to  be   so  classified. 

A  voucher    system  might   also    fuel    a  round   of    inflation    in   the   long    term  care 
sector.       In   the    initial    stages,    when   supply  of   non  institut  ional    services    is 
tight    relative  to   newly  expanded   demand,   prices  could    rise   sharply.      Reim- 
bursement controls    intended    to   prevent   such   an  outcome   would   be  difficult   to 
police   under    a  voucher    system. 

Many  of  the    impaired   elderly,    particularly  those  who   are   senile  or  mentally 
impaired    and   who  do   not    have    friends   and   relatives    to   act   as   agents   would 
not   be  able  to   exercise    informed   choice  among    providers.     Whether   case  managers 
acting   as  beneficiary  representatives  can    facilitate  cost-effective   placement 
remains  to  be   tested.      Quality  of  care  would   be  extremely  difficult   to  monitor. 

5.      Long  Term  Care   Insurance 

This   approach   would   entail    the  creation  of  a   long    term   care    insurance   program, 
either    separately  or   as   an    adjunct   to   national    health    insurance.      This   would   be 
a   Federally  administered,    individual    entitlement   program  covering    a  broad    array 
of  medical    and    social    services.      As  mentioned    in   Chapter    III,   the   private 
insurance    industry  has  eschewed  coverage  of   long    term  care.      Before  discussing 
the    issues   raised   by  a   prototype    insurance   plan    it    is    useful    to  consider 
why. 
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A   precondition   for   a  market   for    private  coverage    is  that   there  be   substantial 
populations   who   recognize   the   risk  of  chronic   disability  and    are   willing 
to   pay   in   advance   to   protect   themselves   financially.      Even    if  this    is   true, 
synchronizing    income,    premiuns,    and    expected    payout   would   be    problematic. 
People   face  an    increased    likelihood   of  disability  as  they  age.      Thus,    actuari- 
ally  fair    premiuns    for    year-to-year    policies  must   rise   with    age,    while    income  — 
typically  falls.      It   would   be  difficult   to   set   premiums  that   are    level    for    life 
to   anticipate  changing    prices  or   delivery  modes   over   a    period   of    years  or   even 
decades. 

Adverse   selection   represents   another   obstacle.      People  with   a   predisposition 
to    seek   health  care   typically  purchase  more   health    insurance;   a    similar 
pattern  may  be  expected    for    long    term  care   policies.      In   theory,    high-risk 
buyers  could   be  denied   coverage  or    premiuns  could   be   related    to   risk. 
However,   collecting   data   to   fashion   viable   screens  may  be   technically  or 
economically    infeasible.      Further,    actuarially   sound    premiuns  may  be  beyond 
the   reach  of   potential    high-risk  purchasers,   while   low^risk    individuals 
may  question   whether  coverage    is   worth   the   expense. 

Another  concern    is  the   potential    for    increased   demand    induced   by  the  coverage 
(referred    to  by  economists   as  "moral    hazard").      Endemic    to    all     insurance, 
this  concern  may  be  especially  severe   for    long    term  care  given   the   problems 
not  only  of  defining   disability  but    also   of   avoiding   "monetizing"   care 
that  otherwise   would    have  been   provided    free  by  family  and    friends. 

This   analysis   suggests  that    private    insurance  companies  may   face  compelling 
.reasons  to   avoid   covering    long    term   care.     While    instructive,   these  essentially 
"market"   considerations,   based   on  voluntary  enrollment  by    individuals   who    pay 
the   full    actuarial    cost   of  coverage, '  are  not   uniformly  applicable  to   a 
national    program    in   which    all,  or    substantially   all,   of   a   large    population 
participate.      However,   they  do    indicate   that,   unlike   the   acute  care   sector, 
an    insurance   strategy   for    long    term  care  must   entail    heavy  public    involvement 
and    that   participation  must   be  mandatory  or   at    least   heavily  subsidized. 

Several    previous   analyses   have  considered    an    insurance    program   for    long    term 
care.*     The   following    prototype  covers   a  broad    array  of  health   and    social 
services  but    introduces    patient   assessments   and   cost-sharing    to  deter 
indiscriminate   use  of  the  benefit. 

o      F  inane  ing;      Revenues  to  operate   the   program  would   come   from  mandatory 
payroll    tax   financing,   general    revenues,    and    perhaps    fron  a    small 
premium.      All    payments  would  go    into   a   separate   Long   Term   Care  Trust 
Fund. 

o      El  igib  i  1  ity;      U.S.    residents   would   be  certified    eligible   to    receive 
reimbursed    services   based  on    physical    disability.      Assessment  criteria 
would   be  established   by  the   Federal    government    to   achieve   uniformity. 


*     Studies   which    have   examined    the    insurance  option    for    long    term   care    include 
CBO,    1977aj    and   Bishop,    198O. 
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o  Benefits;    The  benefit   package  would   be  broad.    It   would    include: 

nursing    home    services,    home   health,    physical    and   occupational    therapy, 
homanaker/chore   services,   personal    care,   transportation,    respite 
and    foster  care,    physical    adaptations    to   the    home,    and   nutritional 
services.      These   services  could   be   provided    in   a  variety  of  settings, 
including:      nursing    homes,  domiciliary  care   facilities,  congregate 
living    facilities,    and   the  client's  home.      No   acute  care   services 
would   be  covered.      Cost-sharing   would   be    income-related  coinsurance 
up   to   a  cap.      It   would   be  higher    for    institutional    care,    reflecting 
the   expectation   that   the  beneficiary  should  contribute    to   room   and 
board.      For   those    individuals  with    incomes  below  the   poverty   level, 
the  coinsurance   requirement   would  be   waived. 

o     Administration;      The   program  would   be   administered   through  a   single 
Federal    long   term  care   agency,    which   would   designate   local    service 
areas    in   which    local    agencies   would   be  developed   to  determine 
eligibility,    license   and   reimburse    providers,    and   evaluate  the 
quality  of   services.      Reimbursement   would   be  through  fee   schedules 
determined    prospectively   under    Federal    rules. 

Advantages:    Since   long    term  care    is  the   principal    cause  of  catastrophic   expense, 
the    program  would    protect    all    Americans   against   a   significant   risk.      A  national 
insurance .  program  with   uniform   financing    and   eligibility  and   broad   benefit 
coverage   would    also   remove  biases    toward    institutional    care,    eliminate   frag- 
mented  benefits   and    reimbursement,   and   close  gaps    in  eligibility.      Further, 
use  of    sliding    income  cost-sharing   would    eliminate  the   requirement   that 
individuals  and/or    families    impoverish   themselves  before  receiving    any 
benefits.      Most   beneficiaries   would    share    In   the  cost   of  care,   thus   spreading 
the   risk  between   the  government   and   the    individual.      Finally,    the    Insurance 
framework  removes   long   term  care    from   the  "welfare"   connotation  of  the  means- 
tested   Medicaid    program,   which    Increases  the   popularity  of — and   therefore 
political    support    for — the    program. 

Disadvantages:      The  greatest   drawback   Is  the  concern  over    program  costs.      A 
nationwide   long   term  care    insurance   program  would   result    In   a   substantial 
shift    in    funding    from   the   States  to   the   Federal    government,   assuming    States 
are   not   required    to  contribute  more   than   they  do   now.      This   shift  could   be 
especially  burdensome   if  most   of  the  new  funds  were  raised   througfi    Increased 
payroll    taxes.      More    Importantly,    the  real    demand    for    services    under    a  compre- 
hensive entitlement   program    Is   unknown.      The   need    for   formal    services    is 
extremely  difficult    to   evaluate  because  of  the  current    importance  of  the   family 
in   providing    necessary  assistance.      Insurance  coverage  may  be  especially 
attractive   to   families   who  otherwise   would    provide   uncompensated   care. 

Evidence  of   unmet   need,   together   with   the   aging   of  the   population   and   changes 
In    family   structure,    also   suggest   that   future  demand   will    be   substantial    unless 
utilization   and   cost  controls  are  extremely  effective    In  deterring    indiscrim- 
inate   utilization.      This  option   assunes  that  valid   assessment   techniques   and 
gatekeeping  mechanisms  are  generally  available  or  could   be   quickly  generated. 
Assessment    tools  now  available   are   far    from   perfect.      Further,   the  experience 
with  channel  I ng- type   agencies    is  too    limited    to   recommend    a  single  gatekeeping 
mechanism   to   prevent    Inappropriate   placement    In   nursing    homes.      Finally,   the 
cost-sharing    Incentives  designed   to  curb    innecessary  utilization  could  be 
frustrated  by  elderly   persons  (or   their   children)   obtaining    private    Insurance 
to  cover    the   premiums  and   copayment   requirements. 
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VII.      CONCLUSION 

This    paper    is    intended    to    provide    some   tentative  background  on   what    is    known 
in   the   hopes  that    it   will    help  frame   issues   and    inform   the   policy  development 
process.      There    i  s ,   of  course  t  much   that    requires    further    study.      Long    term 
care   has   not   received    the   attention  devoted    to   the   acute   health   sector. 
Fortunately,   this    is  changing,    and   the    information  base   should   vastly   expand 
over   the   next   few  years. 

Some  broad    findings  discussed    in   this   paper    include   the    following;      The   pro- 
portion  of   the   population   that    is    aged   will    rise   significantly  over   the   next 
fifty  years.      As   a   result,   the  need    for    long    term  care   services  will     increase 
enormously.      Because   the  growth    in   the   elderly   population   will    outstrip   that 
of  the   working    population,   the   strain  on   public    programs  will    be  enormous. 
Indeed,   the   Social    Security  and   Medicare   programs   are   now  witnessing   net 
increases    in   numbers  of  beneficiaries  of  around  600,000   annually.      The    issues 
surrounding    intergenerat  ional    transfers    from   the   working    population    to   the   aged 
will    pervade  a  number   of   social    policy  arenas. 

Considerable    progress   has  been  made    in   the   last   20   years  by  both   the   public    and 
the   private   sector    in  establishing    a  floor  on    income  for    the  vast  majority  of 
aged    and   disabled    and    in   assuring    protection    against   the  costs  of   acute  medical 
services.      The   same  cannot  be   said    for    long    term  care,   which   remains  the 
greatest    single   financial    risk  that  members  of  our    society   face   as   they   age. 

Nor    is  there   adequate   protection   for   the   nonelderly.      For   example,   a   family 
simply  cannot   buy    insurance    to   protect    against   the  costs  of  bearing   a 
mentally  retarded   child.      The   uncertainties   surrounding    the  need    for    assist- 
ance  should   one  become   functionally    impaired   affect   not  only  the   pooi — they 
affect   all    but   the   very  rich.      For   reasons  discussed    in   the   paper,   the   private 
insurance    sector    has  neglected   this   area.      Perhaps   their    participation   will 
increase  over   time.      Nonetheless,   the   role   for   the   public    sector   will    if 
anything    intensify. 

This   paper    has   also    sought   to  docunent   available   evidence   that  most    people 
in   nursing    homes  need   a   significant    level    of    services,    even    if  t^ese    services 
could   be   provided    in  other    settings.      It    has   also   expressed    the  concern   that 
expanding  coverage  of   alternatives    to    institutionalization    under    the   existing 
open-ended,    fee-for-serv  ice   structure  could    increase   governmental    expenditures 
significantly,    although   the  cost    per   beneficiary   served  may  decline.       It    is 
precisely  this  concern   that   has  constrained   governmental    policy  to   all    but 
minor — often  barely  more   than  cosmetic — changes   since   the    ICF  benefit    was    added 
to  Medicaid    in    1971*       Increased   expenditures  can   be  expected   because   the   new 
benefits   will    primarily   help  currently   unserved    populations   rather    than 
substituting    for   care    in    institutions.      Although  some    institutionalization 
may  be   prevented,   the   actual    census  of  nursing    home    patients   will    not 
change   significantly,    particularly  given   the  current    shortage  of  beds 
for   publicly  financed    patients. 

The   paper    has   also  documented   the  biases    in    favor  of  nursing    home  use    inherent 
in   public    programs — particularly   Medicaid — and   the    fragmentation    in   the 
funding    and   delivery  of  noninstitut ional    services.      One   result  of   the 
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discontinuities  among    programs   is  the   artificial    split  between  medical    and 
social    services  that  makes   it  difficult   for   the    individual    to   receive  the  bene- 
fits he  or   she  needs. 

Perhaps   the  mission  of  the   nursing    home  within   the  context  of   Federal    programs 
needs    to  be   rethought,      A  nursing    home    is   usually  viewed   as   a  medical    institution 
!t  can   be  characterized   equally  accurately  as   a   housing    arrangement   that  offers 
varying    levels  of   supervision    and    support — medical    and  other.      Seen    in   that 
light,   there    is   perhaps  too  much  emphasis  both  on   the  nursing    home  and  on   home 
health,   and   too   little  emphasis  on   alternative   housing   arrangements. 

This   paper   has  also  explored   the    inherent   problems   in  defining   need   and   the 
critical    importance  of  distinguishing  between   need   for    services   and  the  need 
for  government- funded  services.     The  major   source  of   long   term  care  services  for 
noninstitut  ional  ized   patients   is   family  and   friends.      Need    is  as  much  related 
to   the   availability  of   family  supports   as    it    is  to  medical    or   functional    disa- 
bility.     One   striking    statistic    is  that   the    proportion   of   aged    in   nursing    homes 
is  nine  times  greater   among   those  who  are  not  married   as  among   those  who  are. 

Reflecting  these  findings,   the  Health   Care   Financing  Administration  believes 
that   a  serious   reappraisal    of  all    Federal    programs   in   long   term  care,    including 
Medicaid,    is   warranted.      No  one  approach    identified    in  this   paper    is  without 
serious  drawbacks.     The    issues  are  complex,   and   there  are  no   simple  answers. 
There    is  no  national    consensus  on   the  best   way  to   proceed.      Major  changes  may 
be   long    in  coming.      All    of  us   aspire   to  getting   old,   whether   we   admit    it  or 
not,    and   the  outcome  of  deliberations  on    long   term  care  will    affect  each  of 
us. 
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